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Abstract
Providing care for an older adult while working can be challenging, often leading
to caregiver burden. The socioenvironmental context of the coronavirus pandemic creates
additional complications for working caregivers. Women, who are the majority of
informal caregivers, face unique stressors in the workplace (McKinsey & Company,
2019; Carnevale et al., 2018). Prior to and during the coronavirus pandemic, workplace
policies have offered the potential of support, yet more information is needed on how
working female informal caregivers of older adults of diverse identities receive, interpret,
and experience these policies amidst the context of the pandemic. This study uses a
phenomenological qualitative approach to explore caregiver burden from emotional,
financial, physical, and work-related perspectives and caregivers’ experiences of relevant
workplace policies. Interviews with 29 working female caregivers, ranging in age from
27 to 75 years old, were held between February and April 2021 via Zoom video
conferencing technology. Analysis of written transcripts revealed the many facets of
burden caregivers were facing during the pandemic, with an emphasis on the negative
emotional impacts of this burden. Workplace policies that centered around flexibility and
compensated workplace leave were identified as advantageous. Findings also pointed to
the importance of a supportive supervisor and overall workplace culture as being critical
factors that facilitated the use of accommodative workplace policies. From an
ii

intersectional perspective, a caregiver’s job status and rank in the workplace contributed
to access to supportive workplace policies. This study highlights the necessity of creating
more caring workplace cultures that conceptualize workers in the greater context of their
lives outside of work. Future research would benefit by including a diverse sample of
caregivers across various socioeconomic, educational, gender, and racial strata, including
a quantitative component of caregiver burden, and querying more specific details of the
caregiving scenario. Recommendations for workplace policies include the federal passage
of a paid leave bill, tailoring workplace benefits to the needs of an organization’s
workforce, allowing flexibility for all workers, and creating universal access to
accommodative workplace policies to all employees at an organization, regardless of
their job status.
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Chapter One: Statement of the Research Problem and Major Questions
Introduction
Women report significant struggles in balancing work and caregiving roles, often
leading to caregiver burden. This caregiver burden is manifested emotionally, physically,
and financially. Workplace policies, such as flexible working hours, the ability to work
remotely, and paid leave, may alleviate many of the difficulties that working female
caregivers face. However, little is known about how workplace policies impact working
female caregivers’ level of caregiver burden differentially by identity and if they address
caregiver burden.
The differential impacts of caregiver burden on working female caregivers must
be viewed within the current societal environment of the coronavirus pandemic. During
the first eleven months of the pandemic, between February 2020 and January 2021, over
2.3 million women left the workforce, many citing caregiving reasons (Connley, 2021;
Ewing-Nelson, 2021; Gitis, 2021). Though women are re-entering the workforce
(Hegewisch & Mefferd, 2021; Padilla, 2021), women’s jobs on payroll still lag behind
men’s jobs. As of October 2021, women’s jobs on payroll are 2.9 million less than they
were prior to February 2020, while men’s jobs on payroll are only 2.1 million less (many
individuals work more than one job so jobs on payroll are not equivalent to the number of
people in the workforce; Lutz, 2021). This is notable because women’s jobs on payroll
were greater than the number of men’s jobs on payroll in January 2020 for only the
1

second time in recorded history (Horsley, 2020a). The months that women spend away
from the workplace and without a paycheck will have detrimental impacts on savings and
long-term financial potentials. This may increase financial burden, as well as other types
of burden among working female caregivers, which may vary in severity based on the
caregivers’ identities. For example, the financial impacts of the pandemic are predicted to
negatively affect minoritized women to a greater degree than white women given
historical disparities in pay and income spurred by economic segregation and racism
(Bovino & Zafar, 2021; Connley, 2021; Fitzhugh et al., 2020; Hegewisch & Mefferd,
2021).
Some evidence points to significant burden among working caregivers during the
pandemic (Rosalynn Carter Institute for Caregiving, 2020), however, no information was
provided in this report about differences based on identity. Given the many workplace
and policy changes since the pandemic began in March 2020, it is necessary to gather a
complete picture of caregiver burden and the role of workplace policy in the daily lives of
diverse working female caregivers during this time.
Caregiving Defined
Though estimates vary, approximately 16.8% of the adult American population,
or 41.8 million adults, provides informal care for an adult over the age of 50 who is
unable to independently care for themselves (NAC & AARP, 2020). Caregivers provide
assistance in various capacities, such as helping with household tasks (e.g., laundry,
cleaning, cooking, grocery shopping, transportation), activities of daily living (ADLS;
e.g., bathing, dressing, feeding, toileting, transferring), health and medical care (e.g.,
2

medication administration, wound care); care coordination (e.g., communication with
healthcare professionals, arranging medical appointments, ordering prescriptions, talking
to insurance companies), and proxy legal matters (e.g., managing financial affairs,
involvement in medical or care decisions; Feinberg, 2018; Population Reference Bureau,
2016; Schmepp, 2016). Caregiving can be both paid work that is done professionally by
someone who is hired for this role or can be done informally, typically without pay, by
family members and loved ones who have a pre-existing relationship with the care
recipient. This dissertation will be primarily concerned with the latter category of
caregiving, informal caregiving, hereafter simply referred to as “caregiving.”
Who are the caregivers?
Women have historically held the role of family caregiver (Brody, 2004, Schulz
& Eden, 2006; Yee & Schulz, 2000), a gendered phenomenon shared across many
cultural and ethnic groups. The most recent data estimates indicate that approximately
61% of caregivers are female (NAC & AARP, 2020), though this percentage may
increase based on the conditions that require care. Typically, female caregivers care for
more medically complex care recipients and those needing more intensive care (Dardas et
al., 2019; Pei et al., 2017; Pinquart & Sorenson, 2006; Skira, 2015); as many as 78.6% of
dementia caregivers are women (Wolff et al., 2017). Moreover, female caregivers also
spend more time providing care overall than male caregivers do (Pinquart & Sorenson,
2006).
Eighty-two percent of caregivers are between the ages of 18-64; the “average”
caregiver is 49.4 years old (NAC & AARP, 2020). Nearly a third (29%) of caregivers are
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“young adult” caregivers, described as those who are age 39 and younger and part of the
so-called “Millennial” and “Gen Z” generations (Taylor; 2014; NAC & AARP,
2020). Given these ages, the majority of caregivers work outside of their caregiving
duties; 60% of caregivers work full-time (defined as a minimum of 40 hours per week)
and an additional 15% work between 30-39 hours (NAC & AARP, 2020). Regardless of
race or ethnicity, caregivers are more likely to be working than not (NAC & AARP,
2020). Working caregivers work an average of about 36 hours per week (NAC & AARP,
2020). The proportion of caregivers who work has been increasing over time as women’s
labor force participation has grown (Schulz & Eden, 2016).
Caregiver Burden
“Caregiver burden” is a broad term that speaks to the detrimental effects of
caregiving on caregivers. Some have described it as the “workload” associated with
caregiving (Juratovac & Zauszniewski, 2014, p. e189), while others state that caregiver
burden is often related to the level of unmet need that a caregiver may experience
(Campione & Zebrak, 2020). Gender has been found to be a highly significant predictor
of burden for caregivers (Schrank et al., 2016), with women experiencing significantly
more burden than men in their caregiving duties (Gupta et al., 2016; Pinquart &
Sorenson, 2006; Riffin et al., 2019). The effects of this burden can be experienced
emotionally, physically, financially, and socially (George & Gwyther, 1986). Caregivers
who also hold paid employment in addition to their caregiving duties may experience
exacerbated effects of this burden; that is, they may experience “work burden” due to
caregiving and its interference with work. This research focuses specifically on the
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emotional, physical, financial, and work aspects of caregiver burden on working female
caregivers.
Identity-Based Differences in Caregiving
As the United States population grows more diverse in racial and ethnic
representation over the years due to factors like immigration (Frey, 2020; Population
Reference Bureau, 2000), so too does the caregiver subset of the population (NAC &
AARP, 2020; Wolff et al., 2017). According to the National Alliance for Caregiving and
AARP (2020), the racial and ethnic demographic breakdown of caregivers closely
approximates the racial and ethnic demography of the U.S. population at large (United
States Census Bureau, 2019). Sixty-one percent of caregivers identify as white, nonHispanic, 14% identify as African American, 17% identify as Hispanic, and 5% identify
as Asian American, and 3% are described as “Other” (NAC & AARP, 2020). Yet, many
of the population-based studies on female working caregivers have participant samples
that are predominantly white (e.g., DePasquale et al., 2016; 2018a; 2018b; 2019; Hopps
et al., 2019; Stoiko & Strough, 2019).
Minoritized caregivers have a higher likelihood of having an unmet caregiving
need than white caregivers (Campione & Zebrak, 2020; Navaie-Waliser et al., 2001).
Specifically, Black caregivers are four times as likely to report an unmet caregiving need
than white caregivers when caregiver burden is high (Campione & Zebrak, 2020).
Despite this, Black caregivers and other minoritized caregivers derive more positive
benefit from caregiving than white caregivers (Cook et al., 2018; Fabius et al., 2020;
Moon et al., 2020; Pinquart & Sorenson, 2005; Vickrey et al., 2007) and are less likely to
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report emotional difficulties from caregiving than white caregivers (Fabius et al., 2020;
Namkung et al., 2017). One study found that minoritized caregivers are more likely to
report that caregiving provides them with new skills and that they are “making an
important contribution to the care” of their loved one (Reinhard et al., 2019, p. 24).
However, other research has found that Latine/Latinx/Hispanic and Asian caregivers may
experience greater levels of emotional distress than white caregivers (Pinquart &
Sorenson, 2005).
In terms of the physical effects of caregiver burden, the extant literature has
remarked on racial and ethnic differences among caregivers. One meta-analysis of 116
articles found that Asian, African American, and Latine/Latinx/Hispanic caregivers had
worse health outcomes than white caregivers (Pinquart & Sorenson,
2005). Rote and her co-researchers (2019) found that Mexican-origin caregivers rated
their health more poorly than both white and African American
caregivers. However, Badana and colleagues (2019) found that there were not any
significant main or interaction effects of race on physical strain in a sample of Black and
white caregivers.
From a financial burden aspect, Black caregivers struggle more financially than
white caregivers (Fabius et al., 2020; Pinquart & Sorenson, 2005; Welch et al., 2005).
Black/African American caregivers had twice the likelihood of white caregivers to have
struggled to pay for care for their loved ones during their last year of life and were more
likely to have used a sizable portion of their savings to afford care for their loved one
(Welch et al., 2005). A qualitative study on Latinx caregivers found financial insecurity
6

as a pervasive theme among respondent data (Corvin et al., 2017). Contrary to this,
Willert and Minnotte (2019) found that race did not significantly predict financial strain
among their diverse sample of caregivers, however, it is unknown what the racial
identities of caregivers in their study were, as they only differentiated race among
caregivers by describing them as white and “non-white.” Further exploration into racial
and ethnic differences in caregiver burden is necessitated.
The extant research literature on variations in the experiences of working
caregivers by race is limited. However, racial and ethnic disparities in the workplace
exist, which can compound burden that working caregivers of color may already face.
Among all workers, women of color face the greatest gaps in wages, with
Latine/Latinx/Hispanic women earning the least out of any demographic group.
Latine/Latinx/Hispanic women are paid 55 cents for every dollar that a nonLatine/Latinx/Hispanic white man is paid, resulting in a nearly $30,000 annual income
difference (National Partnership on Women and Families, 2021). Beyond differences in
income, there are other barriers that women of color face in the workplace before any
caregiving considerations are factored in. Women of color are the least likely to hold
executive positions at companies and promoted within their companies at the slowest
rate; among all workers, Black women are promoted the least (Thomas et al., 2020).
Status and job title within the workplace often confer power and autonomy to those who
hold higher workplace positions (Campos-Castillo & Ewoodzie, 2014), allowing those in
higher status positions to be more flexible with their work time (Kossek & Lautsch,
2017).
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Since the start of the pandemic in March 2020, Black women are twice as likely
as women overall to report that they do not feel supported in their identities at work
(Thomas et al., 2020). Black and Latine/Latinx/Hispanic workers are more likely to work
in jobs with schedule fluctuations, resulting in a lack of control in the workplace
(Shakesprere et al., 2021). Further, Black women have less autonomy over their job roles
and face higher rates of discrimination in the workplace (Shakesprere et al., 2021). In
terms of benefits, workers of color are less likely to have employer-sponsored insurance,
retirement accounts, and paid leave (Shakesprere et al., 2021). Without access to helpful
benefits and policies that other workers have, women of color are at a much greater
disadvantage when trying to manage both work and caregiving.
Workplace Policy Responses to Caregiving
The implementation of federal workplace policy has the potential to alleviate
caregiver burden (Fuller & Raman, 2019; Scharlach, 1994) with no direct action required
on the part of caregivers themselves. For example, the Family Medical Leave Act
(FMLA), passed in 1993, mandated employers of minimally 50 employees to provide 12
weeks of job-protected unpaid leave to employees who need to take a leave of absence to
care for themselves or a family member (child, parent, or spouse; Institute for Women’s
Policy Research, 2018; United States Department of Labor, 2012). Advocates and
progressive politicians are focused on changing FMLA to stipulate that family leave be a
paid benefit workers can use to take time off work to provide family care (Donovan,
2019; National Partnership for Women & Families, 2020). However, women are
overrepresented in low- and minimum- wage, hourly, and part-time work (Metropolitan
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Policy Program at Brookings, 2019; United States Bureau of Labor Statistics, 2020b) - all
types of jobs that are the least likely to provide job benefits like FMLA leave (Acosta &
Wiatrowski, 2017). Fifty-eight percent of working caregivers report having access to paid
sick days (NAC & AARP, 2020), which is significantly less than the 78% of the general
population who report having access to this same benefit (United States Bureau of Labor
Statistics, 2021).
Experimental programs aimed at reducing caregiver burden have taken root
throughout the country. One such program that was created in 1995 and established by
the National Institute on Aging and National Institute on Nursing Research, Resources
for Enhancing Alzheimer’s Caregiver Health (REACH) targets the wellbeing of family
caregivers for those with Alzheimer’s in locations across the country (Schulz et al.,
2003). Its second iteration achieved statistically significant outcomes in reducing
caregiver burden (Lykens et al., 2014). However, in interventions like these, the onus is
typically on caregivers to engage in interventions to relieve their burden through services
like support groups and educational classes.
Employers may offer a variety of workplace policies as avenues to mitigate
caregiver burden for working caregivers, such as flexible work schedules, job-protected
and paid leave time, job-sharing, and remote work options (Blair-Loy & Wharton, 2002;
Brown & Pitt-Catsouphes, 2016; Chesley & Moen, 2006; Earle & Heymann, 2011;
Feinberg, 2018; Fuller & Raman, 2019; Greenfield et al., 2018; Pavalko & Henderson,
2006). However, just over half of caregivers have flexibility in their work hours (55%)
and access to unpaid family leave (53%; NAC & AARP, 2020). Less than 40% of
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caregivers have access to paid family leave (39%), resource referral and Employee
Assistance Programs (EAPs; 26%), and only a quarter report that they have the option of
working remotely (NAC & AARP, 2020), though this percentage has changed in recent
months due to the coronavirus pandemic. Hourly workers, who make up more than half
of all caregivers, are less likely to have access to any of these benefits than caregivers
who are salaried workers (NAC & AARP, 2020).
Differences in accessibility to workplace policies are salient when workers’ race
and ethnicity are considered. Latine/Latinx/Hispanic workers were less likely than all
other racial/ethnic categories to have access to a flexible work schedule in 2017-2018,
with white people being the most likely to have access to flexibility in their work
schedules, followed by Asian and Black workers (United States Bureau of Labor
Statistics, 2020a). The Bureau of Labor Statistics aggregated data from four nationally
representative datasets and found that Latine/Latinx/Hispanic individuals were also the
least likely to have access to paid leave for eldercare reasons; Black, nonLatine/Latinx/Hispanic workers were more likely than Latine/Latinx/Hispanic workers to
have access to paid leave for eldercare but still had less access than white, nonLatine/Latinx/Hispanic individuals (Bartel et al., 2019).
The Coronavirus Pandemic and Its Effects on Working Female Caregivers
The current socioenvironmental context is germane to the discussion of
differential impacts of caregiver burden on working female caregivers. Since March
2020, the coronavirus pandemic (frequently referred to as “the pandemic” in this
dissertation henceforth) has indelibly impacted American society. More than 2.3 million
10

women left the workforce between February 2020 and January 2021(Ewing-Nelson,
2021); in the first month of the pandemic, almost 60% of the jobs that were eliminated
were women’s jobs in industries like service and hospitality (Horsley, 2020b). Women
left the workforce at a rate that was quadruple that of men (Schneider et al., 2020), in
large part due to caregiving reasons (Kashen et al., 2020; Yavorsky et al., 2021). Any
workforce exit has detrimental impacts on women’s savings and long-term financial
potentials, with Black women facing particularly acute economic hardship during this
pandemic due to layoff rates that are twice of those for white men (Fitzhugh et al., 2020;
LeanIn.Org & SurveyMonkey, 2020). While much of the recent press coverage focuses
on women exiting the workforce to provide childcare (e.g., Brown et al., 2021; Kashen et
al., 2020; Miller, 2021; Schneider et al., 2020), little is known how burden related to
caregiving for older adults has changed for working female caregivers among different
racial and ethnic identities. In a recent survey, 83% of caregivers reported experiencing
heightened stress related to caregiving during the pandemic than they had prior to it
(Rosalynn Carter Institute for Caregiving, 2020) and almost one quarter of caregivers
reported not feeling supported in their caregiving duties by their workplace during the
pandemic (Rosalynn Carter Institute for Caregiving, 2020). As such, there is a need to
understand the intersectional experience of caregiver burden and what role workplace
policy plays in the day-to-day lives of diverse working female caregivers.
Research Questions
The purpose of this exploratory study is to investigate the impacts of workplace
policy on working female caregivers’ burden during the coronavirus pandemic and how
11

these impacts may vary by identity. These issues are framed and understood using the
theoretical frameworks of role conflict, the theory of gendered organizations, and
intersectionality. Two broad, interrelated research questions, informed by gaps in the
extant literature, as well as the current societal context, will guide this dissertation.
1.) How has workplace policy impacted working female caregivers during the
coronavirus pandemic?
2.) How do these experiences vary based on caregiver identity?
Delimitations
This dissertation centers on perspectives of female caregivers to individuals over
the age of 50. However, many of the dilemmas that the caregivers mention herein are
faced by people of all genders who work and provide care for individuals of any age.
There has been focus on the difficulties faced by working mothers during the coronavirus
pandemic in media outlets and research institutes (e.g., Miller, 2021; Schneider et al.,
2020). However, an extensive discussion of these issues is outside the scope of this
dissertation. Issues that other types of caregivers (i.e., parents, grandparents) face will
only be referenced in the context of how it pertains to caregivers of older adults.
Professional caregivers - those who are paid to provide care and do so as their
career - play a critical role in the care eco-system. In about one third (31%) of informal
caregiving scenarios, professional caregivers work in tandem with family caregivers to
ensure that an older adult’s needs are met (NAC & AARP, 2020). However, the issues
that specifically pertain to paid caregivers who provide care as a form of employment are
outside the scope of this dissertation.
12

Finally, the terms “female” and “women” are used interchangeably throughout
this exam, usually with “female” being used as a descriptor of the type of referenced
individuals, and “women” being used as a noun; the same goes for “male” and “man,”
respectively. However, this author readily acknowledges that these two terms may not be
equivalent in other contexts, given that “female” and “male” are descriptors of sex, the
biological descriptor of an individual that is typically based on their genitalia and
reproductive systems (Conger, 2017). “Women” and “men” are typically descriptors of
gender identity, the sociocultural concept that “refers to the roles, behaviors, and
identities that society assigns to girls and boys, women and men, and gender-diverse
people” (National Institutes of Health, 2016, p. 1). It is important to note that both sex
and gender are not binary constructs, however this research will focus on the experience
of caregivers who identify as women given the lack of existing research that looks at
caregiving outside of a binary view of gender and sex; none of the studies cited or
reviewed in this dissertation provided any information on transgender or non-binary
caregivers. The experiences, marginalization, and oppression of non-binary and
transgender caregivers are critically important (Hash & Mankowski, 2017; Sackett,
2017), although outside the purview of this research.
Positionality
As my initial social work training was grounded in the clinical realm, qualitative
research suits my approach to research well. I spent four years as a clinician, working
with individuals and families, learning about clients’ subjective realities, and trying to
help clients parse meaning and insight out of life events. Padgett (2012) affirms the
13

worthiness of this training for a qualitative researcher, stating that qualitative research
studies “emphasize subjective meanings and question the existence of a single objective
reality. Furthermore, they assume a dynamic reality, a state of flux that can only be
captured via intensive engagement” (p. 3). In qualitative research, the researcher is not
outside the system being observed, but rather a part of it (Padgett, 2012), just as the
therapist is integrated into a client’s healing journey. By engaging in qualitative research,
I position myself within the research. Some may argue that this causes undue influence
and bias over the data collection and analysis phases, however every researcher
influences their data, be it qualitative or quantitative data, to some degree in the questions
they ask and what they seek to find in their results. Research can never truly be separate
from the researcher.
Past work-related experiences initially stimulated my interest in caregiving. As a
hospital social worker, I spent the bulk of my days interacting with caregivers. These
interactions included care coordination, emotional support, discharge planning, and
occasionally tough conversations about the reality of their loved ones’ medical
conditions. Though the individual in the hospital bed was the identified patient for most
of the medical team, my concern and focus lay primarily with the patient’s caregivers. I
soon realized the vital role that caregivers play in the lives of those struggling with
impairing medical conditions. In this work with caregivers, I also realized that the
caregivers themselves had often never considered the role that they had assumed or
would have to assume post-hospitalization; it was something unexpected and unplanned.
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This abrupt change in life roles and relationship dynamics was jarring and laden with
stress and unknowns.
Truthfully, I had never thought much about the caregiver role prior to this work
experience, despite my family having been intermittently counted among the millions of
families that manage informal caregiving for their loved ones. My siblings and parents
cared for my grandparents and my aunt has assumed caregiving responsibilities for my
previously healthy uncle who suffered a stroke that has significantly affected his
functioning. However, though caregiving had touched my family, it was never my
personal responsibility, and, therefore, did not receive much of my consideration. I do not
have firsthand knowledge of the burdens of caregiving or the difficulties that caregivers
endure; my siblings, parents, and aunt are the only ones privy to those experiences. Yet,
the caregiving members of my family have distinct structural advantages and privileges
over other caregivers. They all have sufficient financial resources and were able to obtain
adequate professional caregiving support to supplement their informal caregiving. All
caregiving members of my family hold college degrees and were treated respectfully by
professional care providers who kept them abreast of what was going on. As white
people, my family never had to endure the oppression and racism inherent in the
American medical system; our loved one’s aches, pains, worries, and illnesses have
always been believed and taken seriously. Our reality as a family navigating caregiving
and the medical system this is not the reality of those without our privileges and
advantages.

15

To separate myself from the experiences of the research participants in this study
and to reduce the likelihood of transference from my family’s experiences on to the
research participants, I bracketed my thoughts and sentiments during the data analysis
phase. Bracketing the researcher’s thoughts is a unique approach used in
phenomenological research, wherein the researcher addresses his or her experiences with
the phenomenon and puts them in a separate part of the written research study so that
they will not conflate their experiences with those of the participants (Creswell, 2013).
This also allows study readers to know about the researcher’s experiences and make
judgment calls on whether they think that the researcher allowed their personal
experiences to influence the research. To maintain the validity of the qualitative data, I
endeavor to maintain adequate distance from what I am researching. It will be female
caregivers’ voices, ideas, and experiences that deserve full attention and consideration in
this research.
Summary and Organization of this Dissertation
Chapter One of this dissertation introduced the research topic of working female
caregivers in the context of the coronavirus pandemic and provides the research questions
that guide the purpose of this study. Chapter Two presents a review of the literature
relevant to working female caregivers of diverse identities, as well as explores the
theoretical and conceptual frameworks undergirding this research, drawing connections
between these concepts and the substantive research area. Chapter Three lays out the
research methodology and analytic procedures used in this study. Chapter Four details the
findings of this study and aggregated themes that emerge from the data. Chapter Five
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expands upon the findings and relates them to practical policy implications and future
directions for research, while acknowledging limitations of this study. The remainder of
the dissertation contains the references and appendices sections.
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Chapter Two: Review of the Literature
Introduction
This chapter provides an overview of caregiver burden as it relates to working
female caregivers, with a grounding in three theories: intersectionality, the theory of
gendered organizations, and role conflict and the associated empirical literature.
Caregiver burden is frequently discussed as an anathema to the caregiving experience,
with an assortment of contributing factors and characteristics unique to each caregiving
scenario. Various advocacy groups and organizations provide knowledge and resources
for caregivers regarding interventions to ease caregiver burden (e.g., AARP, Family
Caregiver Alliance, Caregiving Across Generations, National Alliance for Caregiving).
These organizations identify self-help supports for caregivers, community-based
interventions, as well as policy recommendations at local, state, and federal levels.
Especially during the coronavirus pandemic, policy creation and reform were critical for
many working caregivers. However, it is currently unknown to what extent these policies
have influenced working female caregivers and how long these crucial policy changes
will last. By understanding how the pandemic and the accompanying policy changes have
impacted diverse working female caregivers, the present study may inform policy
discussions regarding the permanency of these changes that support caregivers in the
workplace.
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Caregiver Burden
Background
A variety of definitions abound for caregiver burden, as the term encompasses a
spectrum of negative effects that impinge on the caregiver (Mosquera et al., 2016). For
purposes of this research, caregiver burden refers to the challenges that caregivers face in
relation to caregiving and the negative impact these challenges have on the caregiver. The
topic of caregiver burden itself has spawned numerous studies, with researchers focusing
on the importance of the source of the burden (Bastawrous, 2013). This research will look
specifically at four sources of caregiver burden: emotional, physical health, financial, and
work.
The topic of caregiver burden arose in the research literature starting in the 1970s
(Brody, 2004), even if it was not specifically named as “caregiver burden” at the time.
Other common terms that are closely related to the idea of burden are the “strain”
(Duxbury et al., 2011; Robinson, 1983; Yee & Schulz, 2000), “adverse effects” (Zarit et
al., 1986), or the “unmet needs” (Campione & Zebrak, 2020) of caregivers. In this
research, all these terms are considered synonymous. Before describing the different
domains of caregiver burden, a brief review of the differential experiences of caregiver
burden is provided.
Gender. Research has cited connections between gender and caregiver burden.
Gender is a significant predictor and risk factor for caregiver burden (Adelman et al.,
2014; Schrank et al., 2016), with women experiencing greater levels of caregiver burden
then men do (Duxbury et al., 2011; Pinquart & Sorenson, 2006; Schrank et al., 2016;
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Schulz & Sherwood, 2008; Swinkels et al., 2019; Riffin et al., 2019; Yee & Schulz,
2000). For women, working while caregiving predict higher levels of caregiver burden,
but the same phenomenon has not been seen in men (Schrank et al., 2016). Women may
experience more burden because they provide more care than men do (Martin, 2000;
Pinquart & Sorenson, 2006; Yee & Schulz, 2000) and they provide care with more
intimate and arduous caregiving tasks, like bathing, toileting, and other forms of personal
care (Yee & Schulz, 2000).
Race and Ethnicity. There are differences in burden and perceptions of burden
according to the race and ethnicity of the caregiver. One study found that the word
“burden” did not resonate with Latinx/Latine/Hispanic caregivers, as they associated
burden with something they were forced to do and had few positive feelings about
(Mendez-Luck et al., 2020). They did, however, describe the emotional difficulties of
caregiving, such as being isolated and watching the deterioration of their loved ones, as
well as the physical challenges, such as feeling exhausted (Mendez-Luck et al., 2020).
Another study that looked at caregiver burden through the subjective lens of the caregiver
found that white caregivers were more burdened than Black caregivers (Martin, 2000),
despite other evidence that Black women provide more care than white caregivers (Cohen
et al., 2019). Other research indicates that women of color have a higher likelihood of
having an unmet caregiving need than white women (Campione & Zebrak, 2020; NavaieWaliser et al., 2001), but were less likely to express hardship related to caregiving
(Navaie-Waliser et al., 2001).
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Beyond demographic characteristics of caregivers like race, ethnicity, and gender,
many features of the caregiving dynamic contribute to the rise of burden in the caregiver.
Caregiving can be highly unpredictable and cause concomitant stress in other realms of
life and in a caregiver’s other relationships (Schulz & Sherwood, 2008). Depending on
each caregiver’s unique situation, multiple types of burden can arise (Pinquart &
Sorenson, 2003; Schulz & Sherwood, 2008). When caregiving is combined with other
societal roles, such as work and parenting roles, this burden may be exacerbated and
result in role conflict, which will be discussed in a later section of this chapter.
Within caregiver research, multiple measures for assessing caregiver burden are
available (Mosquera et al., 2016). Among the most well-known is the Zarit Burden Scale
(Mosquera et al., 2016; Zarit et al., 1980), which was developed for dementia caregivers
and asks about various aspects of the caregiver experience, such as the feelings that the
caregiver has towards the care recipient and other aspects of the care relationship,
including physical, financial, work, and emotional concerns related to caregiving (Zarit et
al., 1980). These factors all pertain to the dilemmas of working female caregivers in this
research and will be explored more in the forthcoming sections on the emotional,
physical, financial, and work domains of caregiver burden.
Emotional Burden
The emotional manifestations of caregiver burden can have a detrimental effect
on the wellbeing of caregivers. A 2003 meta-analysis compared caregivers to noncaregivers and looked at mental health outcomes (Pinquart & Sorenson, 2003).
Researchers found that caregivers had greater levels of stress and depression and less
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wellbeing and feelings of self-efficacy than non-caregivers (Pinquart & Sorenson, 2003).
These same researchers found in a meta-analysis of gender differences in caregivers that
female caregivers had greater levels of depression and scored lower on subjective wellbeing than male caregivers (Pinquart & Sorenson, 2006). Similarly, Yee and Schulz
(2000) found that female caregivers experience more psychiatric symptomatology than
male caregivers. From a racial perspective, analyses of the 2015 Caregiving in the US
survey indicated that white female caregivers experience more emotional strain than
caregivers of color (Willert & Minnotte, 2019). Results from a 2005 meta-analysis
showed that African American caregivers had lower levels of depression and caregiver
burden, while Latine/Latinx/Hispanic and Asian-American caregivers had higher levels
of depression than white caregivers (Pinquart & Sorenson, 2005).
Working caregivers have been found to experience more insomnia, anxiety, and
depression than non-caregiving workers (Hopps et al., 2017). Nurses in one study
reported feelings of guilt for working when they felt they should be at home providing
care (Clendon et al., 2017). Women who worked in healthcare professions who were
double- and triple-duty caregivers (i.e., they provided both formal care as a nurse and
informal care at home as either a parent or elder caregiver or both) reported more
emotional exhaustion than their coworkers who did not provide care outside of work
(DePasquale, Polenick, et al., 2018b). Other data indicate that caregiving women who
work feel overwhelmed by their caregiving responsibilities; female caregivers are more
likely to feel overwhelmed than male caregivers (Dardas et al., 2019).
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Physical Burden
Caregivers often have poorer physical health than non-caregivers (Vitaliano et al.,
2003), which reflects the ways that caregiver burden manifests itself physically. Schulz
and Beach (1999) conducted a longitudinal study of 392 caregivers and compared them
to 427 non-caregivers and found that the risk of mortality for caregivers who had
caregiving strain was 63% greater than non-caregivers. Differences in how the effects of
physical burden may vary by caregiver race are somewhat ambiguous. In a 2005 metaanalysis, Pinquart and Sorenson found that caregivers of color (African American,
Latine/Latinx/Hispanic, Asian-American) had worse physical health than white
caregivers, however Badana and colleagues’ (2019) findings did not replicate this
relationship; they found no significant main effects between the physical health of the
caregiver and race. This may indicate that racial differences in caregiver health are no
longer as clear-cut as they once were. The physical burden of caregiving often coincides
with emotional burden. Pinquart and Sorenson (2007) found that the physical health
problems of caregivers related to the mental health of caregivers and behavioral issues of
care recipient, such that greater levels of depressive symptoms related to poorer physical
health.
In the context of this research, it’s important to look at how this physical burden
may interact with work. Working caregivers had a higher prevalence of smoking and
daily alcohol intake, had more diagnosed comorbid conditions, and used more healthcare
services than working non-caregivers (Hopps et al., 2017). Another study found that
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working caregivers had higher levels of adiposity than workers who did not provide care
(Lacey et al., 2018).
Financial Burden
According to recent estimates, seventy-eight percent of caregivers report spending
their own money on caregiving costs (AARP, 2021b). The average caregiver spends more
than $7,200 out-of-pocket annually on caregiving expenses, which equates to nearly a
quarter of the caregiver’s average annual income (AARP, 2021b). These figures do not
include lost wages and unpaid time caregivers may have to take out of the workforce for
caregiving reasons.
The financial aspect of caregiver burden is consequential. Women lose a greater
proportion of wages and retirement benefits than men when they leave the workforce
($324,044 for women vs. $283,716 for men) and leave the workforce at higher rates than
men due to caregiving (MetLife Market Institute, 2011). When women leave the labor
force to provide care, they may face challenges to re-entry when their caregiving duties
have ceased or eased enough that they may be able to work again. Researchers have
found that when women leave the workforce and later try to re-enter, their probability of
being hired or receiving a job offer is very low (Skira, 2015). Women ages 62 and older
face only a 1-2% probability of being offered a full-time job upon re-entry to the
workforce (Skira, 2015). This has significant implications for women’s financial
prospects as they near retirement age (Johnson & Lo Sasso, 2006; Orel et al., 2007; Van
Houtven et al., 2012), particularly when these financial concerns are combined with the
costs that caregivers incur as part of their caregiving duties. Research shows that women
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providing care earlier in life is linked to living in poverty later in life (Wakabayashi &
Donato, 2006).
Due to the gender wage gap and wage discrimination (Carnevale et al., 2018),
women earn less than men are and are more likely to hold lower-earning job roles
(Carnevale et al., 2018). Caregivers who earn less money report more caregiver burden
than their higher-earning counterparts (Willert & Minnotte, 2019). In general, about 16%
of caregivers “describe their financial well-being as poor,” (Collinson & De La Torre,
2017, p.14), with African American and Latine/Latinx/Hispanic caregivers being the
most likely to describe their financial state this way (Collinson & De La Torre, 2017).
Willert and Minnotte (2019) found that race had a negative association with financial
burden, meaning that white women had less financial strain than caregivers of color.
These findings are reflected in the 2020 NAC and AARP report, with African American
and Latine/Latinx/Hispanic caregivers reporting greater financial consequences from
caregiving than white and Asian caregivers. A qualitative study (Corvin et al., 2017)
among Latino caregivers found that financial instability and inadequate healthcare due to
a lack of health insurance exacerbated emotional concerns, such as stress, worry, and
frustration.
Work Burden
For working caregivers, caregiver burden can be exhibited as work burden.
Female caregivers who work report more burden than those who do not work (Schrank et
al., 2016). Within workplaces, caregiving women experience higher job strain than men,
which has been correlated with a higher risk of long-term sickness absence from the
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workplace for women; the same phenomenon was not found for men (Mortensen et al.,
2017). Women are more likely to decrease their working hours due to caregiving than
men (Covinsky et al., 2001; Pena-Longobardo et al., 2021), which then may contribute to
financial strain and concerns and increasing the number of interdomain transitions that
working female caregivers have to make. Women who work in healthcare professions
and are caregivers outside of work report more emotional exhaustion than their
coworkers who are not caregivers (DePasquale, Mogle, et al., 2018a). Female working
caregivers found that work often cut into the time and attention they could provide to
their care recipients (Stephens et al., 1997). Caregivers report significant care-related
work interruptions, such as having to take a care recipient to a doctor’s appointment or
take care-related phone calls at work, which has significant associations with depressive
symptoms (Ang & Malhotra, 2017). Ward-Griffin and colleagues (2015) describe the
experience that female professional caregivers, such as healthcare workers, have in trying
to fulfill both formal caregiving duties at work and informal caregiving obligations at
home as “living on the edge” (p. 68), which describes how caregivers feel when they are
pushed to their emotional limits and there is little differentiation between their private
and professional lives. While racial differences in work burden are less explored, one
study found that African American and Latine/Latinx/Hispanic caregivers have a greater
likelihood of having to reduce their working hours due to care-related reasons than white
caregivers (Covinsky et al., 2001).

26

Theoretical Underpinnings
No singular theory can fully capture the nuances inherent in the lives of working
female caregivers, and for this reason, this research rests upon the foundations of three
theories. Role conflict, intersectionality, and the theory of gendered organizations help to
construct a picture of the multiple forces at play that influence working female
caregivers.
Intersectionality
Intersectionality refers to the multifaceted nature of identity and how multiple
identities coincide, or intersect (Collins & Bilge, 2016; Crenshaw, 1989; McCall, 2005).
Identity refers to recognition and definition; a way for an individual to locate oneself
within social groups and find group membership and adherence. As Jenkins (2014) wrote,
identification “is a multi-dimensional classification or mapping of the human world and
our place in it, as individuals and as members of collectivities.” (p. 7) Facets of identity
that are pertinent to intersectionality are those in which power, privilege, and oppression
have come in to play – examples include race, gender, sexual orientation, disability
status, socioeconomic status, as well as immigration status.
Intersectionality has most commonly been applied to the realms of race and
gender (Cho et al., 2013) and arose out of the realization that neither the feminist
movement nor race studies fully captured the experiences of Black women; the feminist
movement was usually centered around the needs of white women and the racial
movement usually focused on the oppression that Black men faced (Crenshaw, 1991;
McCall, 2005). Though intersectionality was initially coined to describe the lack of
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recognition of experiences specific to Black women (Crenshaw, 1989), intersectionality
has since been expanded to apply to any number of identities wherein privilege,
oppression, and power dynamics come into play (Cho et al., 2013).
Research evidence supports intersectionality’s application to working female
caregivers of diverse identities. A 2019 McKinsey & Company report found that women
experienced more microaggressions than men in the workplace, with Black women,
bisexual women, and women with disabilities experiencing these with the greatest
frequency. Additionally, Black women and women with disabilities reported less
management support, fewer mentors, and unfair and biased promotional opportunities
(McKinsey & Company, 2019). Women of color may report these feelings because they
must balance caregiving responsibilities with work, which limit their ability to work
longer hours, build work connections, and show the same gendered, masculine
“dedication” to work that supervisors and managers may expect (Barzilay, 2019). Cohen
and colleagues (2021) explicitly named intersectionality as the framework undergirding
their research on differences in caregiving intensity among male and female caregivers
who were Black, white, and Latine/Latinx/Hispanic. Both Black and
Latine/Latinx/Hispanic caregivers of either gender provided more hours of care and
helped with more activities of daily living and instrumental activities of daily living than
white caregivers; for women, this difference held, regardless of employment status
(Cohen et al., 2021). Willert and Minnotte (2019) used intersectionality as a guiding
theory in their research on differences in caregiver strain by race, gender, and income.
Data from 1,248 caregivers who participated in the 2015 Caregiving in the US survey
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showed that women of color experienced greater financial strain than white women
caregivers (Willert & Minnotte, 2019). As expected, the researchers also found that those
caregivers with lower incomes also experienced more financial strain due to caregiving
than higher income caregivers (Willert & Minnotte, 2019). This study, however,
produced some findings that ran counter to intersectionality theory, such as that race was
not significant in looking at predictors of financial strain and white women experienced
more emotional strain than women of color, but the authors acknowledged in their
limitations that this study was solely quantitative and this research would have benefited
from qualitative data gathered from participants to “gain a richer understanding of the
strain informal caregivers experience” (Willert & Minotte, 2019, p. 19), which is an
increased strength of this dissertation’s research.
Theory of Gendered Organizations: The Gendered Nature of Jobs
According to organizational logic, job roles are genderless and lack human
identity (Acker, 1990); a job is merely a litany of tasks that must be completed. As Acker
(1990) states, “the job is the basic unit in a work organization’s hierarchy, a description
of a set of tasks, competencies, and responsibilities represented as a position on an
organizational chart. A job is separate from people” (p. 148). In this way, jobs and
workplaces have been characterized as gender-neutral (Acker, 1990). As a job is devoid
of humanity, the role of the worker is solely to execute job duties without interference of
the other components of human life (Acker, 1990; Henle et al., 2019; Barzilay, 2019),
such as familial concerns like caregiving. This supposedly “neutral” view of what a job
is, means, however, that jobs outside the home are not suited for women with caregiving
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responsibilities. The theory of gendered organizations argues that jobs and the workplace
are not, in fact, genderless, but very much gendered in favor of men. The idea of an
“ideal worker” (Barzilay, 2019, p. 558) that can work unencumbered, without any
responsibilities outside of work devalues caregivers and the work they do both in the
workplace and at home. Further, this notion is discriminatory against women, given the
disproportionate share of caregiving that they do (Barzilay, 2019) and traditional
expectations of women (Williams, 2010).
It has been over 30 years since Acker first wrote about the idea that organizations
are gendered in favor of men and designed to keep women oppressed. However, the
principles of the theory are still relevant. Sexism often manifests itself in the gender pay
gap; women are paid 82 cents, on average, for every dollar a man earns (AAUW, 2019).
This figure is even less for Black, Latine/Latinx/Hispanic, Native Hawaiian/Pacific
Islander, and American Indian/Alaska Native women, who earn 62, 54, 61, and 57 cents,
respectively, for every dollar that a white, non-Latine/Latinx/Hispanic man earns
(AAUW, 2019). Women are more likely to be considered among the “working poor,”
defined as those who work at least 27 weeks per year, yet still earn incomes below the
official poverty level, with Black or African American and Latine/Latinx/Hispanic
women having the greatest likelihood of being in this category (United States Bureau of
Labor Statistics, 2020b). Women are also underrepresented in the top, highest-paid
positions within professional settings (McKinsey & Company, 2019); many workplaces
are still extremely gender segregated between upper-level management who earn high
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salaries and lower-level workers (Williams et al. 2012), even in the face of women
surpassing men in levels of educational achievement (Carnevale et al., 2018).
Masculine principles that guide the image of the “good worker” find their roots in
empirical literature. Studies have found that managers were typified as having more
masculine than feminine attributes (Powell & Butterfield, 1979; Schein, 1975). These
masculine characteristics are more highly valued and praised by society (Williams, 2010)
than the caring attributes of women because they have been synonymous with earning
capital, which has been the predominant barometer of objective “success” throughout
much of American history. These gender stereotypes can lead to discrimination against
women in the workplace, as women’s stereotyped qualities of being more focused on
community and care is incongruent with the qualities that most typically associate with
the power-driven, individualistic qualities that leaders of financially successful
companies are expected to have (Eagly & Karau, 2002). Success has rarely been defined
by how well an individual takes care of others and caring for others is not something that
businesses with capitalistic ideals prize in their employees.
Role Conflict
For most individuals, the multiple roles they hold are defining components of
their identities and bring meaning and fulfillment to their lives. It is a general axiom that
individuals want to fulfill their roles and contribute to the perpetuation of society, which
relies on individuals’ role fulfillment (Goode, 1960). This rings true for many working
female caregivers (Boumans & Dorant, 2014; Schulz & Eden, 2016). However, a
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phenomenon known as role conflict can arise when the demands of these roles compete
with one another. Parsons (1951) defines role conflict as:
the exposure of the actor to conflicting sets of legitimized role
expectations such that the fulfillment of both is realistically
impossible. It is necessary to compromise, that is, to sacrifice some
at least of both sets of expectations, or to choose one alternative and
sacrifice the other… [This has] to be adjusted by an ordering or
allocation of the claims of different role-expectations to which the
actor is subject. (p. 275)
Thus, it is not the nature of holding multiple roles that causes conflict; it is the
conflicting demands of these roles that can inflict angst and disquietude on the individual.
It is not the nature of being a caregiver and being employed that is the problem; the issue
lies in the interaction of these two roles and the competition for a caregiver’s time,
energy, and attention (Goode, 1960; Marks, 1977) and the dynamics involved in both
roles (Greenhaus & Beutell, 1985). Parsons (1951) blamed the negative consequences
brought about by role conflict on the “malintegration of the social system itself” (p. 275),
which seems apt when looking at how women have been received and (not)
accommodated in the workplace.
Family-Work and Work-Family Conflict. The specific types of role conflict,
which are the focus of this research, are family-work and work-family conflict, two terms
used frequently in the caregiving literature (e.g., DePasquale et al., 2017; French et al.,
2018; Hoobler et al., 2009; Li et al., 2015). The directional nature of these concepts
implies how both family, which is used as a proxy term for caregiving (regardless of
whether the care recipient is in a caregiver’s biological family or not) and work stressors
can interfere with each other. An example that shows when family-work conflict may
32

occur is when a caregiver is called while at work about an urgent health matter with the
care recipient that requires the caregiver to interrupt their workday and leave work to rush
to the hospital due to a care recipient’s declining health. Alternatively, a work-family
conflict could occur when a caregiver is home with their care recipient and their boss
calls or emails and demands something work-related urgently or when a caregiver must
work excessive hours (Pleck et al., 1980), which cut into their ability to provide care.
French et al. (2018) write that these types of role conflict “[are] recognized as a
prominent societal concern” (p. 285) due, in part, to the higher prevalence of dual-earner
households in recent years; the singular societal role of “caregiver” is becoming less
common.
Research that spans the past 20 years has repeatedly cited the demands of
caregiving and the difficulties in balancing work with caregiving. Pavalko and Henderson
(2006) studied female caregivers in the workforce and their propensity to leave the
workforce after starting care work; they reported that “the challenge of balancing
demands of care work and other roles remains significant” (Pavalko & Henderson, 2006;
p. 360), alluding to role conflict in the family and work domains. Another study indicated
that working caregivers are about 12% more likely to have a high level of work-family
conflict that working non-caregivers (Zuba & Schneider, 2013). Other researchers looked
at how the parent caregiver role interacted with other roles that daughters held- wife,
mother to a child at home, and employee- and which roles conflict with others the most
(Stephens et al., 2001). There was a significant relationship between role conflict and
symptoms of depression, behavioral stress, and instrumental stress.
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Hoobler, Wayne, and Lemmon (2009) explored how managers’ perceptions of
their employees’ commitment to work varied by gender. Managers perceived greater
levels of role conflict for female employees than male employees, even if, objectively,
women experienced less role conflict than men. The implication of these findings is that
family-work conflict, whether real or perceived, inhibits women from being viewed as
committed to the workplace, which may affect promotional chances and career
flourishment.
All three theories discussed here (intersectionality, theory of gendered
organizations, and role conflict) deal with both subtleties and overt nature of individuals’
identities that may dictate how they interact with the world around them. The identity of
the caregiver is a key consideration in discussing caregiver burden and the influence the
pandemic has had on working female caregivers. The next section discusses the
pandemic as it stands at the time of this writing and the impacts it has had on different
identity groups and how this pertains to diverse working female caregivers.
Coronavirus Pandemic
As of November 18, 2021, over 5.1 million people have died from coronavirus
worldwide; 768,603 people have died in the United States alone (Johns Hopkins
University, 2021). Individuals over the age of 50 have at least 35 times the likelihood of
death from coronavirus as those who are under age 30, with the risk of death increasing
with age; those who are 85 and older have 600 times the likelihood of death as younger
adults and children (Centers for Disease Control and Prevention [CDC], 2021b).
Indigenous, Black, and Latine/Latinx/Hispanic individuals are three times more likely to
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have died from the disease than white people in the United States (APM Research Lab,
2020). This loss of life is profound and devastating, with structural racism and inequality
playing a significant role in the demographic breakdown of coronavirus deaths (Bozarth
& Hanks, 2020).
For caregivers in particular, the pandemic added a new layer of anxiety and stress
as they worked to keep not only themselves healthy, but also their loved ones for whom
they provide care. One known risk factor for heightened severity of coronavirus is age,
with those who are age 50 and older being much more likely to be hospitalized or die
from contracting the coronavirus (CDC, 2021b); these ages coincide with the ages of care
recipients who most commonly require care (NAC & AARP, 2020). Oftentimes, care
recipients also have medical conditions that make them immunocompromised, which
puts them at even greater risk of serious illness from coronavirus (CDC, 2021b).
Many women, such as those who are essential workers, do not have the ability to
work from home in their jobs and, thus, must work in public, increasing their odds of
contracting the coronavirus. Black and Latina women are more likely to be working
outside the home as essential workers than white women (LeanIn.Org & SurveyMonkey,
2020; McKinsey & Company, 2020), such as in residential nursing facilities, putting
themselves at greater risk of contracting the coronavirus. Another study shows that Black
workers are disproportionately represented in jobs that have a high potential for exposure
to coronavirus and infection and an inability to physically distance at work, while
Latine/Latinx/Hispanic workers are disproportionately represented in jobs where they are
unable to work from home (Asfaw, 2021). For caregivers, this also means that they have
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a greater risk of transmitting the virus to their care recipients (Health Service Executive,
2020; Phillips et al., 2020).
Caregiver burden may be greatly exacerbated under pandemic conditions that
require the caregiver to either remain home and provide care to their loved one while
trying to work or from caregivers’ fear of transmitting the virus to their loved one from
working outside the home (Chatterjee & Kwong, 2021; Phillips et al., 2020; Rosalynn
Carter Institute for Caregiving, 2020). Further, many caregivers have less support in their
caregiving duties due to the increased risk of coronavirus that accompanies allowing
more people into the home (Phillips et al., 2020). Caregivers spend more time caregiving
themselves to replace the care that professionals and others might have previously
provided (Genworth, 2020; Phillips et al., 2020). In the UK, one study found that 70% of
caregivers were providing an average of 10 more hours of care due to the pandemic
(Carers UK, 2020). As has happened with many working mothers during the coronavirus
pandemic (Kashen et al., 2020; Schneider et al., 2020), caregivers may have had to leave
the workforce altogether to provide this additional care that others helped provide prior to
the pandemic (Phillips et al., 2020).
Prior to the pandemic, women were faring better in the workforce than they had
been historically. The gender wage gap was falling, the number of women in the labor
force was at an all-time high, and women were being promoted to higher paid,
managerial positions at an accelerated rate (Shaw & Mariano, 2021). However, the
pandemic has had deep economic consequences for working women. Between March and
April 2020, the unemployment rate skyrocketed from 4.4% to over 14% in a matter of
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weeks (Soucheray, 2020; United States Bureau of Labor Statistics, 2020c); for women,
the unemployment rate increased even more steeply, from 4% to 15.5% during this same
period (United States Bureau of Labor Statistics, 2020c). It is estimated that, in total, 22.2
million jobs were lost during this time (Bartash, 2020). Jobs that were consumer-based
and required in-person interaction, such as retail and restaurant jobs, which
disproportionately employed women and could not be easily translated to a remote
working format, largely drove this sharp decline in employment (Kochhar, 2020).
As Bateman and Ross (2020) write, “COVID-19 is hard on women because the
U.S. economy is hard on women, and this virus excels at taking existing tensions and
ratcheting them up.” Existing inequities in employment were exacerbated. Women
without a college degree were hit the hardest by job loss, with their rate of employment
dropping 15 percentage points from March to April (Zamarro et al., 2020). Data show
that people with less-than-a-college degree make up 65% of all caregivers (NAC &
AARP, 2020). Latine/Latinx/Hispanic women experienced the biggest decline in
employment, with 21% of them losing their jobs between March and June (Kochhar,
2020). Almost half (46%) of all working women worked in jobs that paid a median
income of roughly $11 per hour prior to the pandemic, with more than half of Black
women (54%) and nearly two-thirds of Latine/Latinx/Hispanic women (64%) being in
this income bracket (Bateman & Ross, 2020). As such, many laid-off women did not
have savings during this time of sudden unemployment. Women of color are even less
likely to have access to savings during a time of unemployment given the significant
disparities in household wealth and assets (Dettling et al., 2017).
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Policy
Many working caregivers were beset by unaddressed policy needs, especially in
the realm of accommodations for caregiving when the pandemic hit. The United States
nearly stands alone among similarly developed countries in not providing universal sick
leave for workers (Heymann et al., 2021), with more than a quarter of all U.S. employees
not having access to paid sick leave in their workplace (Pichler et al., 2020); prior to the
pandemic, low-wage workers were disproportionately less likely to have access to this
benefit (Glynn et al., 2016). The first piece of federal legislation passed in response to the
coronavirus pandemic was the Families First Coronavirus Response Act (FFCRA), which
became law on March 18, 2020, and addressed the lack of universal paid sick leave
(FFCRA, 2020). The FFCRA mandated up to 80 hours of paid sick leave for those who
are either quarantined or diagnosed with coronavirus themselves or if they had to care for
someone with coronavirus (FFCRA, 2020). It is estimated that the passage of this policy
reduced incidence of coronavirus infection by about 400 cases per state per day (Pichler
et al., 2020). Despite this, there has been low awareness of this policy; one study showed
that only about 45% of employees knew about the policy and only 5.4% of workers made
use of it (Jelliffe et al., 2021). Additionally, about 15 million employees per month need
sick leave and have been unable to take it during the pandemic (Jelliffe et al., 2021),
likely including many caregivers. Women’s risk of working while sick due to
unaddressed sick leave needs is 69% higher than men’s (Jelliffe et al., 2021).
Significant income-related adaptations occurred in the face of the coronavirus
pandemic due to new national policies, such as the $2 trillion Coronavirus, Aid, Relief,
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and Economic Security (CARES) Act (Center for a Responsible Federal Budget, 2020),
passed on March 27, 2020 (CARES Act, 2020). This piece of policy provided “Economic
Impact Payments” that gave $1200 to every individual earning less than $99,000 and
$500 for every child with a parent or guardian who met criteria (CARES Act, 2020) and
provided loan payment relief for small businesses (CARES ACT, 2020). For those who
lost their jobs due to the pandemic, existing unemployment benefits were augmented
(Roll & Grinstein-Weiss, 2020). The Paycheck Protection Program (PPP) enabled
eligible small businesses to continue paying employees during the pandemic, even if they
were unable to open for business (Paycheck Protection Program and Health Care
Enhancement Act, 2020). Other workplace policy changes increased flexibility and
remote work options (Kashen et al., 2020). Given that women make up a sizable
proportion of both owners and employees in small businesses, these measures likely
helped many working female caregivers.
However, roll-out of some of these policies was plagued by inequities, with
Black and Latine/Latinx/Hispanic households being more likely to be delayed in
receiving the Economic Impact Payment from the CARES Act than white households
(Roll & Grinstein-Weiss, 2020). Part-time and self-employed workers experienced more
delays in receiving payments, along with those who were low income, without bank
accounts, and people who did not own homes (Roll & Grinstein-Weiss, 2020) - all
populations who likely struggled more with precarious finances. Furthermore, the effects
of the CARES Act were temporary and alleviated economic losses only by an average of
about 20% (Kaplan et al., 2020). Many people, especially those who were already
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marginalized prior to the pandemic, such as low-income earners and those who are
racially minoritized, are still struggling significantly, as these economic policy measures
provided only temporary financial relief (Escobari et al., 2020; Qureshi, 2020).
A more recent piece of major federal legislation, the American Rescue Plan Act,
was signed into law on March 11, 2021, nearly a year after the FFCRA was passed
(American Rescue Plan Act of 2021, 2021). This act extended previously implemented
unemployment benefits, as well as provided tax breaks for low- and middle-income
earners who lost their jobs during the pandemic (Department of the Treasury, 2021). This
policy delivered additional Economic Impact Payments of $1400 per person to those
making under $75,000 annually, as well as $1400 per dependent (Department of
Treasury, 2021). Small businesses received financial support through direct financial
assistance and an allowance that enabled them to offset up to $28,000 in payroll tax
responsibilities per employee per year (Department of Treasury, 2021). Additionally,
small businesses were offered tax incentives if they allowed their employees to take paid
sick leave while sick or quarantining (Department of Treasury, 2021). However, these
measures were panned as insufficient by some (Hutzler, 2021).
Workplace Policy Prior to Pandemic
Family Medical Leave Act of 1993 (FMLA). Few workplace protections and
accommodations geared towards helping working caregivers existed prior to the
pandemic. The most well-known is FMLA, which mandates employers of minimally 50
employees to provide 12 weeks of job-protected unpaid leave to employees who need to
take a leave of absence to care for themselves or a family member (child, parent, or
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spouse; Institute for Women’s Policy Research, 2018). Employees can take this leave in a
single 12-week chunk or dispersed throughout the year (Crampton & Mishra, 1995).
While employees are on leave, they remain eligible for all employee benefits, including
health insurance (Breidenbach, 2003; Crampton & Mishra, 1995). When employees
return to work, they must be provided with either their previous position or a lateral
position (Asher & Lenhoff, 2001). An employee must have worked at their workplace for
12 months and accumulated 1,250 working hours for a company to be eligible for FMLA
(Klerman et al., 2012). Approximately 18 million workers, or 13% of the American
workforce (Klerman et al., 2012), use FMLA benefits annually (Jorgensen & Appelbaum,
2014). Between 3.4 to 4 million of these workers use FMLA to provide care for their
family every year (Boesch, 2019; Klerman et al., 2012).
Despite its merits, FMLA is plagued by some key issues. More than one in four
individuals who are eligible for FMLA are unaware that the policy exists and is available
to them (Klerman et al., 2012). Those with minoritized identities are less likely to have
knowledge of the policy; only 47.7% of individuals with family income below $20,000
and 57.3% of Latine/Latinx/Hispanic individuals are aware of FMLA and its provisions
(IMPAQ International & the Institute for Women’s Policy Research, 2017).
In recent years, the most glaring omission in FMLA policy has been the lack of
paid leave. Paid leave was included in the earliest iterations of the FMLA bill, but this
provision was removed so the bill would garner more bipartisan support (Prohaska &
Zipp, 2011), making FMLA “a compromise bill” (Porter, 2014, p.1). FMLA was only
considered as a “first step” policy (Asher & Lenhoff, 2001, p. 118) when it was passed in
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1993, implying that a paid leave amendment would follow shortly after. However, this
has still not happened 28 years later. Research has found that two weeks of unpaid leave
from work can cause a low-income family living on the margins of poverty to lose about
4% of their annual income (Heymann & El-Dardiry, 2008). According to a DOL survey,
23% of respondents reported needing leave to care for a sick parent, however, only 13%
took leave, with three-quarters of those who did not take leave reporting that they could
not afford to take time off of work (Fine, 2006). Without the policies passed during the
pandemic, many working caregivers would not have been able to care for their sick loved
ones without losing valuable income.
Parttime Work and Associated Policies. Part-time work status is typically a
subjective determination made by an employer; there is no federal standard for the
number of hours that constitutes “parttime work” (U.S. Department of Labor, n.d.). The
Affordable Care Act (ACA), passed under President Obama in 2010, mandates
employers with 50 or more employees to offer health insurance coverage to all
employees working 30 or more hours per week (Patient Protection and Affordable Care
Act, 2010). Under the Employee Retirement Income Security Act (ERISA, 1974),
employers must offer employees who work minimally 1,000 hours a year retirement
benefits, which equates to an individual working approximately 19 hours per week.
Beyond these two federal policies, few other universal protections for parttime workers
exist; it is often left up to the discretion of the employer and state laws as to what benefits
and protections are afforded to parttime workers.
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Paid Family Leave
In recent years, the movement towards a federal paid family leave policy has
gained significant momentum. Thus far, seven states (including Washington D.C.)
currently have paid leave provisions in effect that supplement federal FMLA, with an
additional three states having passed paid leave laws that are not yet paying out benefits
(National Partnership for Women & Families, 2021). However, these state policies do not
cover workers in the 40 other states without an enacted state-sanctioned paid leave
mandate.
The 2021 budget reconciliation bill, also known as the Build Back Better Act,
initially included a 12-week paid leave provision for workers, inclusive of those who
work in the gig economy, are self-employed, and independent contractors who normally
are not covered by workplace policies (Miller, 2021). However, during negotiations, the
paid leave provision was cut down to four weeks (Adamczyk, 2021). At the time of this
writing on November 16, 2021, the budget reconciliation bill is still in the throes of
Congressional negotiation about specifics, with no firm details on which inclusions will
pass.
Other Workplace Policies
A paid leave amendment to FMLA does not address all the challenges that female
working caregivers face, especially in light of the pandemic. The scope of FMLA is
limited to leave from work and job security. It does not address other job benefits that
may be helpful to working caregivers, such as employer-sponsored and subsidized
resources like eldercare and case management, a flexible work schedule, reduced work
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hours, the ability to work remotely, or the ability to drop from full-time to part-time
status without losing access to benefits like health insurance and paid time off (Fuller &
Raman, 2019). In a survey conducted with 1500 employees who presently or were
predicted to have caregiving responsibilities (inclusive of parenting and caring for young
children), more than half of respondents ranked every caregiving benefit as a “very
important” factor when deciding to remain at their place of employment, with referrals to
caregiver providers through employee assistance programs (EAPs), paid leave, a flexible
work schedule, and an ability to telecommute having the most widespread support (Fuller
& Raman, 2019). Using data derived from the 2008 National Study of the Changing
Workforce, Brown and Pitt-Catsouphes (2016) found that having access to flexible work
options, such as remote work, changing work start and stop times, and extending the
workday so a worker could work fewer days of the week, was negatively associated with
perceived stress and work-to-family conflict for workers. Kossek and colleagues (2006)
found that workers who felt that they had greater control over when, where, and how they
worked had lower levels of depression, less family-to-work conflict, and fewer intentions
of leaving the workplace.
A 2018 AARP report suggests that paid sick days could greatly benefit caregiving
employees (Feinberg, 2018). Paid sick days, which are distinct from paid family leave,
allow an employee to use up smaller increments of a workday to take a family member to
doctors’ appointments and use less time for short-term illness or hospitalizations that may
impact the caregiver than FMLA or paid leave policies stipulate (Feinberg, 2018). Not
only do paid sick days cut down on healthcare costs, but the provision of this benefit can
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instill a sense of commitment in workers to their places of employment, reducing
turnover costs for employers (Hill, 2013). In the same vein, research has indicated that
those who perceived flexibility in their jobs have lower intentions of leaving the
workplace and higher job satisfaction (Scandura & Lankau, 1997).
Non-Workplace Federal Policy
Beyond workplace policy, professional services and supports that pay for
caregiver services exist throughout the United States, usually through Medicaid and other
publicly funded mechanisms that pay family caregivers to provide support. Medicaidfunded home-and-community-based-services (HCBS) like consumer-directed care
programs (CDCPs) mitigate some financial burden for lower-income caregivers. These
programs allow care recipients to have more autonomy and control over their care than
they might have in a formal care facility (Kodner, 2003). However, CDCPs are scarce in
the U.S. and the criteria to qualify for them can be strict, sometimes excluding spouses
and people who reside with the care recipient from being paid as caregivers (AARP,
2020). Since these programs rely on Medicaid qualifications, caregivers and care
recipients who may be financially insecure but do not meet income qualifications for
Medicaid, are excluded. Additionally, undocumented individuals and those who are not
citizens cannot access these programs.
Beyond CDCPs, any sort of financial support for informal caregivers is limited
and, even within these programs, payment for informal caregivers is usually minimal.
The Recognize, Assist, Include, Support, and Engage Family Caregivers (RAISE) Act,
which sets out to create a national strategy that supports family caregiving in the
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community, in healthcare settings, and in the workplace, was signed into law in
November 2018 (Administration for Community Living, 2021). In September 2021, the
first report from the Family Caregiving Advisory Council, which was established by the
RAISE Act, was presented to Congress with recommendations on how best to support
family caregivers and created the framework for what will become the National Family
Caregiving Strategy (Administration on Community Living, 2021). Recommendations
from the report include: raising awareness of family caregiving; including family
caregivers as members of health care teams and in long-term services and supports
(LTSS); providing services, resources, and supports to family caregivers; protecting
caregivers’ financial and job security; and using data and evidence-based practices to
assess progress of family caregivers in the context of the National Family Caregiving
Strategy (RAISE Family Caregiving Advisory Council, 2021).
In March 2021, President Biden proposed a $400 billion investment in caregiving
supports as part of his $2 trillion infrastructure package, the American Jobs Plan
(Graham, 2021; Poo & Rocketto, 2021). Though this investment was not a panacea
(Bauer, 2021), this pledged money showed a renewed commitment to the importance of
caregiving and care for older adults. However, on November 15, 2021, President Biden
signed the finalized bipartisan infrastructure bill without the inclusion of any investment
in the caring economy (Lobosco & Luhby, 2021). A Senate bill proposed on June 24,
2021, the Better Care Better Jobs Act, takes up the helm of some of the caregiving
provisions that were cut from the infrastructure bill (Better Care Better Jobs Act, 2021;
Caring Across Generations, 2021a), which have since been rolled into the Build Back
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Better Act (Easterling, 2021). These provisions include $150 billion towards reducing the
waitlist for services available through Medicaid for older and disabled adults, as well as
increasing wages for home care workers (Caring Across Generations, 2021b).
Another bill that is in the works is the bipartisan-supported Credit for Caring Act,
introduced on May 18, 2021 (Kerr, 2021). This bill would provide up to a $5,000 tax
credit to certain working family caregivers by instituting a 30% credit for certain
caregiving expenses that total more than $2,000 (Kerr, 2021). This credit could reimburse
money spent on professional caregiving support, like respite, adult day care, home health
aides, as well as home modifications, like safety rails and ramps (Kerr, 2021). This bill
has received widespread support from caregiver advocacy and research organizations
(Kerr, 2021). It may face easier passage than other bills pertaining to caregiving given
that it is bipartisan-supported (Credit for Caring Act of 2021, 2021).
Present Study
The totality of the repercussions of the coronavirus pandemic on working female
caregivers who may have already been saddled with significant burden prior to the
pandemic remains to be seen. Given the constantly changing nature and slow pace of
policymaking, there are many unknowns in the future for working female caregivers. The
coronavirus pandemic has spurred policy change that has the potential to help, but it may
be inadequate in the long-term. It is critical to understand how pandemic-related changes
in policy and circumstance have affected working female caregivers through an
intersectional lens. Given this, two broad, interrelated research questions guide this
dissertation.
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1.) How has workplace policy impacted working female caregivers during the
coronavirus pandemic?
2.) How do the impacts of workplace policy vary based on caregiver identity?
Summary
This chapter summarized the literature relevant to understanding and
contextualizing this study, inclusive of the theoretical frameworks and discussion of the
socioenvironmental backdrop. The two research questions guiding this study were also
presented.
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Chapter Three: Methodology
Introduction
This research takes a phenomenological approach towards the experiences of
working female caregivers during the coronavirus pandemic. Creswell (2013) describes
the purpose of phenomenological studies as getting to the “universal essence” (p.76) of
individuals undergoing a certain phenomenon. Cohen et al. (2000) proposes that
phenomenology is conducted to “understand another’s experience” (p. 4). A key
component of phenomenology is the focus on context and environment, which is integral
to this research. Given the unique and unprecedented nature of the coronavirus pandemic,
taking such an approach towards the impacts of workplace policy on working female
caregivers during the coronavirus pandemic is logical.
Sampling and Recruitment
Research participants were recruited via purposive sampling methods. Purposive
sampling involves intentional recruitment of research participants who have knowledge
of a phenomenon under study and can provide pertinent information related to that
phenomenon (Creswell, 2013). Purposively recruited research participants “share
common experiences and these experiences comprise truths” (Guest et al, 2005; p. 75).
As this study pertained to the experiences of working female caregivers during the
coronavirus pandemic, sampling necessarily had to be limited to this population.
However, even within this population, there was a rich diversity in caregiving
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experiences (e.g., care recipient diagnosis, distance caregiver lived from care recipient,
caregiver and care recipient relationship) that contributed to a heterogeneous corpus of
data.
Given the nature of the coronavirus pandemic and the dangers involved in social
gatherings with individuals outside of one’s own household (CDC, 2021a), all
recruitment took place online. Though the scope of research recruitment that took place
online likely increased due to the pandemic, online recruitment for research is not a novel
concept and had been used frequently in the past (Hamilton & Bowers, 2006; Lunnay et
al., 2014). Given the widespread and increasing access to the internet throughout the
United States (88% of all households in the U.S. have access; World Bank, 2018),
internet recruitment for this research was both practical and safe.
The main determinants for sample size usually lie in how closely the researcher
plans to follow the participants (Steeves, 2000; Gentles et al., 2015) and the intensity of
the experience being researched (Steeves, 2000). Given that this researcher wanted indepth information and involvement with participants during the research, a large sample
size was not necessary. However, as diverse identities were a salient factor in this
research, the intended sample size needed to be large enough to ensure adequate and
diverse representation. A minimum sample size of 12-20 participants was initially
proposed as a goal.
This researcher received university institutional review board (IRB) approval for
the study and recruitment began on January 25, 2021 and continued through March 2021.
Initial recruitment efforts entailed advertising the study to various online locations, with
50

the aim of reaching as many working female caregivers as possible. This researcher
posted a PDF flyer advertisement of the study (see appendix A) to her personal Facebook
and Twitter profiles, as well as sent a copy of the study advertisement to a Slack channel
created for graduate students to share resources and offer support to one another. This
researcher sent messages describing the study to informal caregiver support groups on
Facebook (Hamilton & Bowers, 2006) or posted messages to the walls of these groups if
that was feasible. This researcher emailed professional contacts at her university and at
nonprofit and advocacy organizations that serve older adults and their caregivers, such as
local chapters of the Alzheimer’s Association, Volunteers of America, and AARP.
Additionally, this researcher cold-contacted organizations that served caregivers and had
publicly listed contact information on their websites, such as the Family Caregiver
Alliance and Colorado Respite Coalition. This researcher also posted an advertisement
for the study on a virtual message board for a professional organization for gerontology
scholars. Though not every interested caregiver indicated how they heard about the study,
the aforementioned strategies generated responses from at least 13 caregivers (~45%)
who ultimately participated in the study.
Using a snowball sampling technique, this researcher also encouraged participants
to tell their own personal connections about the study and ask them to contact this
researcher if they are interested in being involved. Through this method, at least seven
research participants (24%) were identified. Four other participants (~14%) found out
about the study through either email or messaging correspondence with this researcher on
webinars or social media platforms or through other professional contacts of this
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researcher. Three participants (~10%) did not indicate how they found out about the
study.
Given that diversity is a critical part of this research, minoritized caregivers were
intentionally targeted in recruitment methods. This researcher attended workshops,
shared the research flyer with two Black faculty members and an Asian faculty member
for distribution, contacted identity-based groups, such as Colorado Black Health
Collaborative, African Americans in Gerontology, and churches via email that had
primarily Black congregants, and revised the research flyer to specify targeted
recruitment for caregivers of color. However, these efforts only resulted in two additional
participants of color (~7%).
Given challenges with recruitment, only about one-quarter (24%; 7 participants)
of the sample identified as women of color. This limitation, which is likely reflective of
this researcher’s identity as a white woman who had minimal pre-existing relationships
with minoritized groups, was discussed extensively with the dissertation committee. The
pandemic environment posed barriers to being able to build relationships within
minoritized communities and engender trust in the research process - two critical steps in
engaging underrepresented groups in research (Coakley et al., 2012; Otado et al., 2015).
Other research suggests working with a “gatekeeper” to communities that differ from
one’s own identity is advantageous (Aaron, 2016). Given the historical harms committed
against people of color under the guise of “research,” it is necessary to build these mutual
trusting relationships in communities in which this researcher is not a member and
acknowledge the differences and privileges that she holds. The online environment did
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not facilitate this trust-building process well. Furthermore, some Black caregivers may
not want to publicly identify themselves as caregivers due to the stigma associated with
some conditions that require care, like dementia (Aaron, 2016). It also could be that many
caregivers of color were already overburdened with providing care and working during
the pandemic and did not have the extra time or energy to participate in research.
Interested potential participants initially contacted this researcher via phone or
email. This researcher either called or emailed the participants back to schedule a time for
a brief phone conversation to ask screening questions to determine eligibility and to
ensure that they understood the purpose of the study and what it entailed. If eligible for
the study, this researcher and participants scheduled a mutually agreeable time for a semistructured interview over Zoom video teleconferencing software. Zoom was chosen over
telephone calls as the technology of choice as it enabled this researcher to view
participants during the interview to observe their facial expressions and body language.
After the phone screen, this researcher emailed the consent form to participants so
they would have a copy for their records. This researcher emphasized that participants did
not need to sign the consent form, as their verbal consent would be requested at the
beginning of the recorded interview. Forty-three female caregivers initially contacted this
researcher to express interest in the study. Of these 43, three of these caregivers were
ineligible because they provided care professionally and were paid for their caregiving
services; two caregivers lived outside of the United States and did not provide care or
work in the U.S.; one caregiver was ineligible because she was known personally to this
researcher; one caregiver declined to participate once she found out more information
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about the study, and seven caregivers did not follow up after this researcher responded to
their inquiries about participation. In total, 29 caregivers met inclusion criteria and were
interviewed for this research.
Inclusion/Exclusion Criteria
Caregivers had to meet certain criteria to participate. These criteria included any
female caregiver over the age of 18 who is English-speaking, provides unpaid care (i.e.,
does not provide care as part of their job and does not receive sufficient funds from
caregiving to live off) for an adult age 50 or older, and either currently works or has
worked for pay at least part-time (minimally 20 hours per week) outside of caregiving at
some point since the coronavirus pandemic began in March 2020. If a caregiver was not
currently working at the time of interview, their reason for not working must have been
related to the coronavirus pandemic. This included those who quit or had been laid-off
during the pandemic. Given that “caregiver” was intentionally broadly defined to capture
a diversity of caregiving experiences, distance caregivers were included in this study as
well. Research indicates that distance caregivers face their own unique caregiver burdens
as those who live geographically proximate to their care recipients (Bei et al., 2020;
Douglas et al., 2016), which this researcher was interested in investigating and
understanding further. As a measure to protect confidentiality, caregivers who were
personally known by this researcher were ineligible for the study, though secondary
connections (e.g., friends of friends) were eligible. Participants had to consent to audio
and video recording of their interview.
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Data Collection
This researcher met with participants over Zoom to conduct the pre-scheduled
interviews. Every interview started with a verbal summary of the consent (see Appendix
B), emphasizing the voluntary nature of the study and the right of participants to drop out
of the study at any time, followed by verbal confirmation of consent from each
participant. All parties who agreed to meet with this researcher for an interview over
Zoom consented to participate in the study.
The next part of the interview involved each participant answering 15
demographic questions that queried the participant’s age, location in the United States,
racial and/or ethnic identity, relationship status, occupation, type of company at which
they were employed (e.g., bank, university, nonprofit, etc.), number of hours typically
worked in a week, highest level of education, annual household income, household size,
number of children under the age of 18 living at home, relationship to care recipient, care
recipient age, residential status of care recipient, and an estimate of the number of hours
that the caregiver provided care to the care recipient each week. The exact questions are
included in the semi-structured interview guide (Appendix C).
After the demographic information was collected, the main part of the interview
began by asking each participant: “Tell me how you became a caregiver for [their care
recipient].” This researcher allowed conversation and questions to flow somewhat
naturally from this initial inquiry but six key topic areas were intentionally explored, as
listed in the interview guide, and included: help with caregiving duties, either from loved
ones or family members or professional, paid caregivers; how caregiving changed during
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the pandemic; how the caregiver’s workplace supported them during the pandemic;
common policies available through the caregiver’s workplace that may accommodate
caregiving or make caregiving easier; policies or supports that the caregiver desired from
their workplace that they did not provide; and impacts of the caregiver’s identity on their
caregiving experience.
The questions used in the semi-structured interview guide were informed by this
researcher’s knowledge of the extant literature and the three theoretical frameworks
underlying this research: intersectionality, role conflict, and the theory of gendered
organizations (Kallio et al., 2016). The intent behind the semi-structured interview guide
was to build rapport between the interviewer and participant, as well as to allow for the
open and easy flow of dialogue (Kallio et al., 2016). Semi-structured interview guides are
highly recommended as tools to adequately capture the desired data in qualitative
research (Kallio et al., 2016). Semi-structured interviews are recommended when the
researcher will only have one opportunity to interview a participant once; in conjunction
with a semi-structured format, it is also recommended to record the interview to give
each participant undivided attention during the interview (Robert Wood Johnson
Foundation, 2008).
Interviews lasted between 27 and 70 minutes, dependent on the caregiver’s time
and how much they had to say. The average interview length was 48 minutes, 54 seconds.
Three participants emailed this researcher after the interview to share more thoughts they
had about this researcher’s questions after the Zoom interview had concluded.
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Information from these emails was included in analysis alongside the transcripts of the
recorded interviews.
After each interview, this researcher emailed each participant a $20 gift card as a
token of appreciation for their participation. This researcher offered gift cards primarily
to nationwide chain retailers (e.g., Target and Walmart) and grocery store chains, as well
as primarily e-based vendors, such as Amazon. Three participants declined the gift cards
in favor of donating that money to a nonprofit organization of this researcher’s choosing.
Post-interview, this researcher updated an Excel spreadsheet of demographic data
and assigned a unique alphanumerical code as an identifier that would mask the
participant’s identity. This researcher also imported the recorded interview to the Otter.ai
transcription software for transcribing. Finally, this researcher made brief notes regarding
her perceptions of each interview.
Analysis
Data analysis for this research took place after all interviews had been conducted
and data collection was complete. The decision to begin data analysis after all data
collection had taken place was to ensure that the researcher conducting the interviews
would not be biased or base her questions on pre-existing data analysis or to confirm or
disconfirm themes seen in prior interviews, though the researcher did have some memory
of the previous interviews which may have influenced the questions that she asked.
Data analysis in phenomenological inquiry is intended to explain the behavior and
decisions of those undergoing a specific phenomenon and clarify what characteristics and
factors influence them (Spencer et al., 2003). The analysis plan frequently depends on the
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type of qualitative study and the intent behind the research; however, this is not meant to
confine the researcher, but rather provide guidance and structure to the analytic process
(Linneberg & Korsgaard, 2019; Spencer et al., 2003). For this research, data analysis
generally followed the data analysis steps outlined by Braun and Clarke (2006). Braun
and Clarke (2006) recommended an inductive and iterative six-phase process to distill the
data into themes that address the research questions. Their phases are: 1.) read each
interview thoroughly; 2.) create initial codes by identifying key ideas and statements in
the corpus of interview data; 3.) group like codes and identify themes that correspond
with the groupings; 4.) assess the themes to ensure a good match between the codes and
the data as a whole, creating a “thematic ‘map’ of the analysis” (Braun & Clarke, 2006,
p.87); 5.) refine the themes by adding precise definitions and labels, keeping in mind the
fit between the themes and the broader conclusions derived from the analysis; 6.)
generate the analysis report ( i.e., the “findings”) using key direct quotes from the data, in
line with the initial research questions and literature that informed the research (Braun &
Clarke, 2006). Though these are six explicit steps, there may be multiple rounds of
coding and reading through the data involved in each step. Braun and Clarke (2006)
emphasize the importance of “immersing” (p. 87) oneself in the data through repeated
readings and note-taking.
For this research, the first step of analysis (“Phase 1” of Braun and Clarke’s
analytical framework) included reading through each interview transcript and “cleaning”
the conversation to ensure the transcribed text aligned with the diction in the Otter.ai
software. Every word was not transcribed, as this level of detail was not essential to
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understanding what the participant conveyed, nor were certain parts of the interview
relevant to answering the research questions (Braun & Clarke, 2006; Carlson, 2010).
Frequently, the conversational elements of the interviews, wherein the researcher and the
participant may have shared commonalities, were not transcribed. For example, one
participant had a daughter who attended the University of Denver (DU) as a PhD student,
so there was discussion of DU and the vaccination clinics they were doing. This
conversation helped build rapport between this researcher and the participant but was
ultimately unrelated to the purpose of the study and was omitted from transcription.
This researcher knew other researchers would be reading the transcripts and
helping with analysis. Given this, verbal idiosyncrasies that would not translate well to
text and would impede the ability of other readers unfamiliar with the participants to
comprehend what was being said were removed from the transcripts so that the core ideas
of participants’ statements were clear. This researcher kept an audit trail of all the steps
she took in cleaning the data to document analytical steps (Carlson, 2010), as well as
wrote down her thoughts as memos. These two habits continued through every round of
data analysis. This researcher also noted emergent codes that appeared in the data
(Saldana, 2013), though this is not the primary purpose of this step; this was only done to
capture thoughts upon initial reading of the transcripts.
The next step (corresponding to “Phase 2” of Braun and Clarke, 2006) involved
importing the data into NVivo qualitative data management software and developing a
coding strategy that would produce useful and insightful codes that aligned with the data.
As this researcher had already developed some preliminary codes from the first reading
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of the transcripts, she built from these codes in initial coding (Saldana, 2013). This round
of coding involved identification of pertinent ideas and some in-vivo coding to highlight
key phrases and statements made by participants. Next, attribute coding took place,
wherein the demographic details gathered from the first part of the interviews were added
to the corpus of the data. This was done to add crucial context to each interview (Saldana,
2013). The following round of coding involved structural coding, which is a more theorydriven approach to the data (Braun & Clarke, 2006) and used elements of the questions in
the interview guide as codes (Saldana, 2013). See Appendix D for generated structural
codes. In-vivo coding also took place simultaneously with structural coding, using the
aptly named “simultaneous coding” strategy (Saldana, 2013). The next round of coding
was emotion coding, which was intended to tap into each participant’s feelings about
caregiving during the pandemic and identify the words and phrases they used to describe
caregiver burden. As qualitative data analysis is an iterative process, each round of
coding was done in multiple cycles, constantly whittling down and condensing the
number of codes by combining like codes together, as well as creating subcodes, which
function as a subset of a primary or “parent” code and lend specificity and precision to
the codes (Saldana, 2013). See Appendix E for these codes.
The final round of this phase used evaluation coding to code the data that
participants shared on workplace policy. Evaluation coding is designed to identify
policies or policy aspects that are functioning well for participants and those that need
improvement based on the data shared by participants (Saldana, 2013; Thomas, 2006).
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For this round of coding, only data that pertained to workplace policy were analyzed. See
Appendix F for these codes.
After completing these rounds of coding, this researcher clustered codes to create
emerging themes. This correlates with Phase 3 from Braun and Clarke (2006) and is
referred to as “theming the data” by Saldana (2013, p. 175). At this stage of analysis, it
was critical to keep the research questions in mind to align findings that sufficiently
addressed each question. This was also crucial in Phase 4, along with making sure that
the themes agreed with the data. In Phase 5, this researcher refined definitions of the
themes to thoroughly explicate them in the context of the overall research agenda, as well
as created subthemes to ensure findings were captured comprehensively. Phase 6 will be
addressed in the next chapter.
Methodological Rigor
A common practice in qualitative research to ensure reliability is meeting with
other researchers who have coded the same data and discuss coding similarities and
differences, working towards intercoder agreement (Creswell, 2013). This researcher
recruited a team of two Master of Social Work (MSW) students and one recent MSW
graduate to serve as research assistants to assist with coding and lend an extra layer of
rigor to the analytic process. This researcher and the research assistants met
approximately once a week for ten weeks over Zoom to go over codes, thoughts about the
data, and coding strategies. Research assistants were instructed to code using the same
coding strategies as this researcher (i.e., initial coding, structural coding, etc.) to facilitate
code comparison. Using a simple consensus approach (Harry et al., 2005; Saldana, 2013),
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differences in perspectives on codes and the data were discussed to resolve
disagreements. The research assistants also emailed this researcher their codes on a
biweekly basis so this researcher could check for consistency. Additionally, all
researchers had a text chain as a research group, as well as kept in touch over email. This
way, researchers could ask questions of the group and quickly get answers or clarification
on the coding and analytic process. This allowed for feedback and exchange of ideas to
ensure all researchers were on the same page. After each meeting, this researcher would
review the data and refine codes based on the meeting discussion. These researchers
helped with all rounds of coding with the exception of evaluation coding. This researcher
was responsible for the final determination of codes.
In qualitative analysis, the researcher is seen as part of the analytical process
rather than a separate, external entity. Reflexivity requires the researcher to have insight
and engage in an internal exploration as to how their motivations and biases affect the
research (Thomas & Magilvy, 2011). Creswell (2013) terms this more descriptively as
“clarifying researcher bias” (p. 251) to add to the dependability and confirmability of the
research (Houghton et al., 2013). After each interview, this researcher wrote down her
thoughts and perceptions of how the interview went, as advised by Thomas and Magilvy
(2011) as a form of confirmability. Upon initial reading and listening to the transcripts of
the recorded interviews, this researcher also noted any further thoughts and ideas that
arose, as well as continued to write reflective memos throughout the analysis process.
To further enhance rigor and credibility, theoretical triangulation (Carter et al.,
2014; Creswell, 2013) was used to interpret and link findings to the three theories
62

previously cited: intersectionality, role conflict, and the theory of gendered organizations.
This researcher engaged thoroughly with participants, responding to every email and
query they had, as well as followed up by sending them resources connected to topics
discussed during the interview. During data analysis, this researcher bracketed out her
own experiences with the data to limit conflation of the researcher’s perceptions and
opinions with those of the participants (Creswell, 2013).
Member checking also took place, wherein this researcher re-contacted
participants to make sure that the researchers’ themes and interpretations of the data are
reflective of participants’ experiences with working and caregiving during the
coronavirus pandemic. Participants were emailed a description of the main themes and
their definitions after Phase 5 of analysis. This researcher explained in the email to
participants that not all themes would apply to every caregiver’s individual experience,
but it is hoped that the themes captured the key elements and most pertinent parts of their
experiences. Participants were asked to provide feedback and provide suggestions to
improve the themes or recommend revisions to them. The purpose of member checking is
to enhance “trustworthiness” of the data (Carlson, 2010, p.1105; Creswell & Miller,
2000) by checking in with participants to make sure that the data reflects their
experiences. Six participants (20.7%) responded with feedback and affirmation of the
findings.
Peer debriefing can take place using an “expert” who can “support the credibility
of findings” (Houghton et al., 2013, p.14). This researcher met with a tenured professor
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with extensive qualitative research experience to go over methodology and findings as a
final measure of rigor.
Summary
This chapter discussed recruitment and sampling methods, the interview methods
used to collect data from caregivers in this research study, as well as the steps that
researchers took to analyze the data from the interviews. This researcher also described
the implemented measures taken to enhance the methodological rigor of this study.
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Chapter Four: Findings
Introduction
This chapter presents the findings from 29 interviews with female caregivers of
older adults who were employed during the coronavirus pandemic. To address the first
research question, How has workplace policy impacted working female caregivers during
the coronavirus pandemic?, this researcher will explore how the pandemic has affected
working female caregivers and their sense of caregiver burden broadly. The first section
of this chapter explores the emotions that caregivers had during the pandemic and
connects these sentiments to the concept of caregiver burden, as well as factors that
mitigated and provided protection from feeling this burden. The second section of this
chapter presents the nature and operationalization of workplace policies that impacted
caregivers during the pandemic, both positively and negatively. This section delves into
the workplace policies available to caregivers and both the intended and actual effects of
these policies on caregivers’ lived experiences vis-a-vis caregiver burden.
The second research question is: How do the impacts of workplace policy vary
based on caregiver identity? Various facets of caregivers’ identities frame differences in
experiences with caregiver burden and workplace policy. Identity-based differences are
acknowledged in the second section of the chapter and intersectionality is used to
illustrate the implications of these differences on working female caregivers.
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Some quotations from participants in this chapter have been edited for clarity and
concision but meanings remain unchanged.
Sample Description
Caregiver Characteristics
Twenty-nine working female informal caregivers participated in this study.
Participants ranged in age from 27 to 75 years old, with an average age of average age of
53 years old (SD = 11.3). Per the 2020 National Alliance for Caregiving and AARP
report, the average age of a caregiver is 49 years old, so the average of caregivers in this
study is comparable to national trends of caregiving women, both working and
nonworking.
Caregivers were asked to describe their racial and ethnic backgrounds. Twentytwo caregivers were white (75.9%), four were Asian (13.8%), one was African American
(3.4%), one caregiver identified as white and Native American (3.4%), and one caregiver
(3.4%) did not provide a race. Two caregivers (6.9%) reported
Latine/Latinx/Hispanic/Latinx ethnicity. Five caregivers (17.2%) were immigrants to the
United States.
Caregivers lived in 14 states throughout the United States. Eight caregivers
(27.8%) were from the Midwest, eight (27.8%) were from the Mountain West, six
(20.7%) were from the Southeast, four (13.8%) were from the Northeast, two (6.9%)
were from the West Coast, and one (3.4%) was from the Mid-Atlantic.
This sample of caregivers was, on average, highly educated; 72.4% (n = 21) of the
sample held at least a four-year college degree, with 13 caregivers (44.8%) having earned
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a postgraduate degree as well. Household incomes ranged from less than $25,000 to
greater than $200,000. More than half of the sample (51.7%; n = 15) had incomes that
were greater than $100,000.
The average caregiver household size was 2.8 (SD = .98) and ranged from one to
five individuals. Nine caregivers (31%) were also providing care for a child or dependent
adult under the age of 50 in addition to their caregiving responsibilities for their older
loved ones.
Most caregivers (62%) worked between 31 and 50 hours per week. Five
caregivers (17.2%) worked 30 hours or less per week; six caregivers (20.7%) endorsed
working greater than 50 hours each week. Approximately one third of the caregivers in
this sample (n = 10) worked for either a public or private university in some capacity.
Seven (24.1%) caregivers worked for nonprofits and seven (24.1%) worked for a variety
of for-profit companies. Three caregivers (10.3%) were self-employed, one (3.4%) was in
the military, and one (3.4%) worked at a private K-12 school. Table 1 displays
demographic characteristics of the caregivers.
Table 1
Caregiver Demographic Characteristics
Variable
Age

M (SD)

n

53.21 (11.3)

Age Groups
20-30

1

31-40

3

41-50

7

51-60

10
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Variable

M (SD)

n

61-70

6

71+

2

Geographic Area
Northeast

4

Mid-Atlantic

1

Southeast

6

Midwest

8

Mountain West

8

West Coast

2

Race a, b
White/Caucasian

23

Asian

4

Black/African
American

1

Native American/
Alaskan Native

1

Pacific Islander

0

Hispanic or Latine/Latinx
Ethnicity c

2

Immigrant to the United
States c

5

Education Level
High school/GED

1

graduate
Some college

3

Associate’s degree

2

4-year college degree

8

Postgraduate

13
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Variable

M (SD)

n

Other (Trade,
Specialized, etc.)

1

Marital Status
Never Married

6

Domestic Partner

0

Married

19

Separated

1

Divorced

1

Widowed

2

Household Size

2.76 (.98)

1

1

2

14

3

6

4

7

5

1

Other Dependents
Besides Care Recipient c
Income

9

<$25,000

2

$25,001-50,000

2

$50,001-75,000

6

$75,001-100,000

4

$100,001- 150,000

7

$150,001-200,000

4

$200,001+

4

Work Hours/Week
<20

1
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Variable

M (SD)

n

20-30

4

31-40

10

41-50

8

51-60

4

60+

2

Company Type
University
Public

6

Private

3

Unknown

1

For-Profit
Pharmaceutical
Company
Bank

2
1

For-Profit
Grocery Store

1

Law Firm

1

Retail Company

1

Tech Company

1

Nonprofit

7

Self-Employed

3

Other
Military
Private
Education

1
K-12

1

a

One caregiver did not indicate her race.

b

Those who reported more than one race are counted in each reported racial categorical.

c

Indicates the number of participants answering “yes” to this question.
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Care Recipient and Caregiving Situation Characteristics
The 29 interviewed caregivers provided care for 32 care recipients. Sixty-two
percent of caregivers (n =18) provided care for their mothers, 27.6% (n = 8) provided
care for their fathers or stepfather, 13.8% (n = 4) provided care for their husbands, one
caregiver (3.4%) provided care for her grandmother, and one caregiver (3.4%) provided
care for her son; of these, three caregivers (10.3%) provided care for both their mother
and father/stepfather. The average age of care recipients was 79.6 years old (SD = 11.68),
with a range of 50 to 102 years old. Nine caregivers (31%) provided care for ten or fewer
hours on average every week, four caregivers (13.8%) provided care for between 11 and
20 hours, four caregivers (13.8%) provided 21 to 30 hours of care, one caregiver (3.4%)
provided between 31 and 40 hours of care, one caregiver (3.4%) cared for between 41
and 50 hours each week, and ten caregivers (34.4%) provided care for 51 or more hours
every week. Twenty caregivers (69%) co-resided with their care recipients, six (20.67%)
lived less than two hours from their care recipients, two (6.9%) lived in different states
and typically reached their care recipients by airplane, and one (3.4%) lived in a different
country. The three caregivers who lived in different states and countries were considered
“distance caregivers.” Table 2 provides characteristics of the caregiving scenario.
Table 2
Care Recipient and Caregiving Situation Characteristics (N = 32)
Variable

M (SD)

n

Care Recipient
Relationship to
Caregiver
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Variable

M (SD)

n

Mother

18

Father/Stepfather

8

Husband

4

Grandmother

1

Son

1

Age of Care
Recipient

79.56 (11.68)

Care Recipient Age
Groups
50-59

1

60-69

5

70-79

9

80-89

9

90-99

7

100+

1

Caregiver Hours
spent helping Care
Recipient (weekly
average) a
1-10 hours

9

11-20 hours

4

Caregiver Hours
spent helping Care
Recipient (weekly
average) a
21-30 hours

4

31-40 hours

1

41- 50 hours

1

51+ hours

10

72

Variable

M (SD)

n

Care Recipient
Location
Care Recipient(s)
Live(s) with
Caregiver

a

20

< 2 Hours from
Caregiver

6

Different State

2

Different Country

1

N = 29
Of the 29 caregivers, three started caregiving during the pandemic. Four other

caregivers experienced a significant increase in their caregiving responsibilities during
the pandemic, as their care recipient either came to live with them, they moved in with
the care recipient, or the care recipient moved closer than they had been living
previously.
Themes and Subthemes
Caregiver Burden
Caregiver burden refers to the challenges that arise from caregiving and the
negative impact that these challenges have on the caregiver. Caregiver burden was
expressed emotionally, physically, financially, and workwise by the caregivers in the
study.
Emotional Burden. Of the four types of burden (emotional, physical, financial,
and work) described in this dissertation, emotional burden was expressed the most
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frequently. Caregivers described a variety of emotional concerns and stressors they have
been facing during the pandemic that affected their wellbeing, as well as factors that
protected them from burden.
Expectation and Obligation. Expectation and obligation to be a caregiver caused
emotional burden. Caregivers spoke of three primary identity-based factors that fed into
the expectation and obligation that they would be the caregiver: gender, familial role, and
culture.
Given that all the participants were women, gender inequality in the caregiving
sphere was a common topic of discussion. Though there was not often a clear connection
between gender and caregiver burden specific to the pandemic, it was apparent that, in
most caregiving scenarios, women were expected to be the primary caregivers for their
family members. Thus, women were put at greater risk of encountering caregiver burden
because they were often assumed to be the default caregivers for their loved ones.
Nineteen caregivers mentioned how their gender played into the expectation that they
would be the caregiver for their family members.
“I would say probably like the most obvious factor would be my gender. It was
just assumed that I was the one who would take care of my mom…In the
beginning, my brother was really not helping very much.”

“I think that's where being a woman makes it...somehow you are the primary
caregiver.”
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“My dad came from a generation and a type of family origin where boys were a
little more elevated than girls…he is a little bit - if not a lot – entitlementminded... And so in our growing up years, there was still this kind of mindset of
we [as daughters] have to take care of him.”

“I think it’s just the assumed role of daughters.”

“I feel regardless of the situation, I need to be there as much as I can, given even
the long distance. And it could be because I'm a daughter.”
A caregiver who had been living with and taking care of her father for many years
stated her frustration with how caregivers were being treated during the pandemic
because most are women.
“These women that had to transition out of the workforce because of the
pandemic, and it's happening, and we're not talking about it. I've seen a couple
articles, but this should be on the news every day. If it was men...it would be! I
hate to say that, but because it's women and …we just keep doing it. You get up
every morning and you put the burden on your shoulders, and you figure it out,
and you get it done and women do it. And you know, but at what cost to us?”
Not all caregivers shared the same sentiments about undue caregiver burden being
put upon women; some caregivers expressed a belief that caring comes more naturally
and effortlessly for women so it is logical that women are the caregivers, despite the
burden this may cause.
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“I think being a woman also plays a part in caregiving...I don't like to generalize.
But typically, women are better caregivers. They're more compassionate, more
empathetic. Maybe a little bit more observant…My brothers, no.”

“Being a mother…I think being a female, just enables, empowers care, caregiving
activities, certainly more than a male would.”
Nine caregivers discussed how their longstanding familial role, outside of their
gender, played into expectations that they would be a caregiver. Only children felt as
though it was their sole duty to care for their parents. For caregivers with siblings, they
identified that they were the sibling in their families who were often “in charge” or took
“the lead” in family matters.
“We…have a small family in general, many of [my mother’s] close friends live far
away... She raised me as a single mom, I'm an only child, I'm the only one who's
sort of close enough to her to take on the intensive caregiving stuff.”

“Because I am an only child, my mother's only child, I see this as my, I am the
primary person who has the responsibility for taking care of my mother.”

“It was just that family role that had…been part of who I was, for the longest
time…the person who fixes everything and makes everything right and takes care
of everybody.”
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“I’ve always kind of been like this…make everybody happy and have everything
happen.”
Five caregivers were immigrants to the United States. An additional three
caregivers were born in the United States but were not from white, western European
cultural backgrounds. For all these caregivers, their cultural backgrounds often fed into
the expectation to provide care.
“Culturally…Indians are known to take care of their elders.”

“I think culturally, I think most Hispanic families are supposed to take care
of…their parents.”

“The Japanese culture is one that you take care of your family. You take care of
your elders.” …I guess I've learned that over all of my life on how you treat the
elders and your parents, and that plays a major role and how I care-give
because that's what I'm supposed to do.”
Another caregiver originally from Pakistan said that her “culture” most shapes her
caregiving experiences, as, “it's a caring culture. It's a hands-on culture…It would have
been normal for my mom to be with me. I'm the oldest… So that's why she would be with
me.” An African American caregiver said how, when she grew up, “there were several
multigenerational homes in my community” and she attributed this occurrence to cultural
norms, which normalized her mother moving in with her so she could care for her.
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One caregiver who immigrated to the United States from Russia two decades ago
brought her mother to the United States from Russia three and a half years ago so she
could care for her. She spoke about how her cultural mindset had pervaded her sense of
obligation and how she expected to provide care without any public help.
“I came from the country where you do not trust anybody. I mean, government
and officials… they all have their own agenda. And you do not expect them…to
take care of you.”
Worry and Concern. Worry and concern were two prevailing emotions for
caregivers in this study and referred to caregivers’ present worries and concerns about
day-to-day life as a caregiver during the pandemic. Six caregivers expressed concern
about the coronavirus and either personally contracting it or their care recipient getting it.
Other worries centered around how to keep care recipients safe. Structural barriers, such
as the inability to be with care recipients while they were hospitalized at various points
during the pandemic, also weighed heavily on two caregivers. For distance caregivers,
who were not the primary caregivers for care recipients, they worried about how those
physically closest to care recipients were keeping them safe and protecting them.
“The whole cautiousness of the pandemic is what has made it so much harder.
I've been hyper cautious because I'm trying to protect [my father] and myself.”

“When COVID came along, my brother and I were feeling very worried about
having different people come into her household with the virus and didn’t want
Mom to have any exposure or as little exposure as possible.”
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“I was really stressed for a long time...worried about it; was I going to bring this
virus to my mom? Especially because I have two teenagers in the house. And I felt
like, you know, we really can't control our exposure how I'd like to control it.”

“On April 1st, right in the beginning of the pandemic, my mom ended up having
to have emergency abdominal surgery. And I was not there. And that was really
scary.”

“Just being worried about from a distance…like the brother who's not very
helpful; he's not only not helpful, like with caregiving tasks, he's also more of a
detriment because he is out in these rental properties. He actually has COVID
right now. He's not careful. He's one of those people who doesn't believe in
masks...So that's the thing, even though he's not doing caregiving, I know I
always have to ask, when [my father] says something about my brother, I go,
‘you didn't see him, did you? He didn't come over, did he?’ And now he's got
COVID - ‘don't let him in!’”

“Inclusive of all the worry we have about the country and more vulnerable
people generally…I can't get in touch with anyone who's going to make me feel
better about this for my mom and that was really hard. So that's a way I guess
that the caregiving has, like responsibilities have changed for me is that like, I
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felt it had to be running like interference a little bit on like, ‘what are the plans
you're putting in place?’ Becoming a sort of amateur disease control specialist,
reading everything from public health departments trying to triangulate what the
right best practices were, and trying to communicate those back to the facility
while being respectful, but they were also under a lot of pressure and trying not
to get in their way. Distance caregiving is definitely a factor also that I'll call
out…I'm doing all of this from very far away. I'm in Seattle, she's in Phoenix, so I
couldn't just go down and talk to someone in person. I was reliant on the email
messages they were sending, or who I could get on the phone. So... that was
hard.”
Only one caregiver reported that she and her care recipient had contracted
coronavirus. This caregiver and her mother were the only African American individuals
in the study. The caregiver described the worry and fear that she felt when her mother fell
ill, saying,
“[My mother] tested positive for COVID. We were of course scared to death….
We were scared to death. What the hell? …My best friend's mother who lived
down the street from my mother had already died from COVID…. I was, of
course, very upset. She stayed in the hospital for five days.”
This caregiver also explained that she lived in a community that was
predominantly Black “that was definitely impacted by COVID,” with multiple people
that she knew having experienced discrimination in medical treatment. She was also the
only caregiver who mentioned anyone she knew dying from coronavirus. However, she
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did not feel that her mother had been subject to any discrimination or inferior care due to
her race, though she mentioned that they were some of the only Black people in the
facility where they got their coronavirus vaccines.
“We…were able to get the first COVID vaccine. I had some hunting around for it,
but I got lucky and got her an appointment. And they did me too. But what I
noticed when I went there, there weren't a lot of people there that looked like us.
So that was kind of interesting.”
Anxiety about the Future. Anxiety about the future referred to the anxiety that
caregivers endorsed about future events rather than what was presently happening in their
lives. Ten caregivers expressed anxiety about the future of care for their loved one,
especially given how rampant coronavirus infections had been in nursing and care
facilities; when the pandemic would end; and what caregiving will be like when the
pandemic is over.
“I’m going to retire pretty soon. I want to enjoy my life. I want to travel…Am I
going to be able to travel? Where am I going to put my mother? I don't know.”

“What my concern is, when I go to work, I would love to have an adult daycare
program. But of course, I haven't even called because I don't know if they're
doing it yet until everybody gets vaccinated…Maybe there'll be a little bit more
maybe to do if I have to go back to the office because I need to get her up earlier,
get her dressed, maybe I need to make an adjustment in the caregiving because I
may not want it. I think she could be here, maybe, till I get home, but I'd have to
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come straight home. You understand what I'm saying? So, I think when I go back
into the office, there will be a bit of adjustment.”

“It's really hard to think about… and then you think about nursing homes, and
now you're afraid of nursing homes…What about if another pandemic hits? The
next one that she's not vaccinated for? And I've been so grateful that she's been
here this whole time because she doesn't know that there's one going on half the
time. So if she were in a nursing home, she wouldn't either, they'd just be all
maskless.”

“I don't know when this is going to end…Is it going to get worse? Is it gonna get
better? Is it going to get worse and better? Is this going to be six months? Six
years? Two weeks? I think that part's emotionally hard because I don't know what
this looks like.”
Isolation. Eight caregivers described feelings of isolation and loneliness,
expressing the difficulties inherent in having to limit their own social contacts and
inability to do activities outside of the home. Many conveyed a palpable sense of loss of
social connection, as well as the loss of outlets for leisure and doing enjoyable activities
both alone and with care recipients.
“We used to play cards with a card group once a month, and maybe go out to
dinner with friends or something. We haven't done that at all since last March.”
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“What’s made it tough for me is that it’s been very isolating. Very isolating…I get
up, I go to work. Stop work. I take care of my mother.”
Though the focus of each interview was on the caregiver, many caregivers also
mentioned how the pandemic had affected care recipients, specifically from an isolation
standpoint, which had indirect effects on caregivers and caused them vicarious stress.
Nine caregivers expressed that the pandemic had taken a toll on the mental health of care
recipients due to the isolation.
“The solitude has been overwhelming for [my parents].”

“We're not going out. So, I gotta say, for him, I'm assuming his life is lonelier.”
Guilt. Feelings of guilt came up for eight caregivers, sometimes as a reaction to
knowing care recipients felt isolated and did not have other distractions and activities. For
caregivers who provided daily care, there were feelings of guilt surrounding having to
work and not being able to provide more attention to the care recipient. For distance
caregivers, there was guilt that they could not provide more care or be there in person
more for their care recipients.
“Sometimes I feel really sad because I do have such a demanding job that I feel
like I don't always give him the attention that he deserves.”

“So many people I know whose parents are in country A and they’re in country
B…We all have this common feeling of anxiety and guilt, that we are not where
we are needed.”
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Devalued and overlooked. Seven caregivers described feelings of being devalued
and overlooked in the important societal role they play, particularly during the pandemic.
There was a sentiment that informal caregivers felt that they were not valued during the
pandemic as essential parts of the healthcare system and did not have the same advantage
as other healthcare workers, such as early eligibility for the coronavirus vaccine. Three
caregivers mentioned this explicitly. Two caregivers described how other family
members and loved ones had failed to check in on them and see how they were doing or
offer to help.
“I didn't technically qualify as [my mother’s] caregiver, [home health aide’s
name] can get it…because she's a home health aide. But they're not considering
caregivers like me as caregivers, which kind of stinks.”

“Neither one of my siblings has picked up the phone and said, ‘Hey, how are you
doing? How are you managing? Does Dad need anything? Do you need
anything?’ That has not happened. And that's been very hard.”

“It would have been nice if someone asked how I was doing.”
Caregivers’ ages also caused a caregiver to feel overlooked or devalued. One
caregiver in her early 30s discussed how she was “on the younger side” for being a
caregiver and some people erroneously assumed that it was not “that bad” and was easier
for her because she was unmarried, had “energy,” and did not have kids. Alternatively,
another caregiver in her 60s, remarked how her older age helped her feel more included
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and seen because she could participate in the same activities as her husband for whom she
provided care.
“My age is helpful in some ways. I think being old enough- being over 60 I should
say- because we can take advantage of senior center programming.”
Overwhelmed. Fifteen caregivers described feeling overwhelmed in some way by
caregiving during the pandemic. Due to the nature of the pandemic and the dangers that
arise from having many in-person social interactions, many caregivers increased the
amount of care that they had been providing, as well as took on new caregiving
responsibilities. Some caregivers described a decrease in professional care from outside
professional providers, which meant that familial caregivers had to increase their duties.
Others talked about how other friends and family who had helped with caregiving prior to
the pandemic were no longer helping to minimize the risk of spreading the coronavirus.
Due to the increase in caregiving responsibilities and the reality that many interviewed
caregivers were the sole caregivers for their loved ones during the pandemic, caregivers
frequently found themselves with much less personal time. Caregivers did not get a
reprieve from caregiving to rest and recharge, which weighed heavily on them and
impacted their mental health.
“Quite often, I feel like the weight of the whole household is on me.”

“A lot of the crying-to-my-therapist-type conversations. I would love to delegate
things. But I can't delegate as much as I would like to.”
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“In the last year, I've gotten nuts. I've literally been in my house since February...
it started in February because my last business trip was in February, and then my
company shut us down March 15 or whatever it was. It's been a year and I've had
no break.”
One caregiver talked about how the intense privacy of American culture made it
difficult for her to cope with feeling overwhelmed with caregiving.:
“One thing I found with this country…it's like a lot of things are very private. We
don't share information…whereas back home in India, everything is out in the
open. I mean, even how much money you make is out in the open…So there's a lot
of things about privacy that you know, positive and negative. This is one of them
where you don't necessarily end up talking about your caregiving stress.”
Some caregivers, however, remarked on how facets of their identities, such as
their race, having a high level of education, and knowledge derived from their careers
were protective factors that kept them from feeling overwhelmed with the intricacies of
caregiving.
“My level of education definitely puts me in a better spot.”

“I am not gonna lie and say, you know, I'm not resourceful. I’ve been a social
worker for 30 or so years. So, I know how to find stuff.”
One caregiver who worked in health care remarked how her knowledge of health
care systems and “health literacy” mitigated “that complexity of navigating the
[healthcare] system” for her parents. Another caregiver said that her identity as a
86

“middle-class white person…who's very well educated” had “helped” her in her
caregiving duties because she knew “how to tap into networks.”
Physical Burden. Implications to physical burden were mentioned less frequently
than emotional burden; only four caregivers mentioned any allusion to the physical
impacts that burden has on them. When it was mentioned, physical burden was tied to
experiences of emotional burden, such as stress and anxiety.
“I believe the caregiver stress caused me to have this two-week mystery illness.
And then once the mystery illness went away, I started having all these joint
pains, and the doctor was saying, because I had a prolonged fever, possibly the
virus got into my joints, and all this joint and nerve pain. And now I'm going to a
chiropractor to help with that.”

“My go-to for when I have anxiety… is eating. Naturally, I've gained some weight
over this whole time. I've always been heavy but gained some weight over this
time.”
Exhaustion. Caregivers expressed both emotional and physical manifestations of
exhaustion. One caregiver reiterated the struggle she had with the constancy of
caregiving and relayed it as “very mentally difficult. And physically tiring.” Another
caregiver, who provided care for her older mother, disabled 23-year-old daughter, and
husband who cannot drive, stated, “I'm just so tired…I feel that I'm so drained; I have no
emotional strength anymore…I sometimes just want to sleep.”
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Financial Burden. During the interviews, allusions to financial burden were
evident. Three caregivers decreased their working hours to provide care and two
caregivers retired earlier than expected to safely provide care for their mothers. These
reductions in work decreased caregivers’ incomes. Even for those who maintained the
same number of working hours, caregiving during the pandemic had impacts on their
career progression.
“I’m making money, I’m contributing towards a retirement plan for my own
future, but I’m not making as much as I could have. Because I have all these
caregiver responsibilities.”
A caregiver who started caring for her mother who had cancer during the
pandemic took time off work to care because no one else was available to help her
mother, which stifled her ability to earn more through promotions.
“I was moving up. I had just gotten a promotion in March; I was looking to get
another promotion in October. I was hoping to continue that moving forward.
Now, because I was gone for a month…I have to basically start all over.”
As one caregiver put it, “every part of caregiving has to do with money in some
way.” For three caregivers, moving a care recipient to a skilled nursing facility was not a
consideration due to cost, which meant that caregivers faced the prospect of having
considerable caregiving duties well into the future. Other caregivers were having to
reconsider their finances and jobs.
“We couldn't afford [a nursing home], and two, they didn't set themselves up
for…any of that.”
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“Cause my mom's on a limited budget, and there's not enough money to even
like.... I have looked for nursing homes, I've looked for in-home care, but
everything would be out of pocket. So, the only thing I've got going for me at this
point which I have to go for is Medicaid. I have no other choice... because
assisted living here in North Carolina- it's $4,000-6,000 a month.”

“I really would like to continue to work until the house is paid off, which will be
another couple years. But I've been thinking…that I probably would have to give
up my job and maybe find something else…We might have to sell the house and
take early Social Security…since I do feel like he is going to require more care.”
One caregiver owned a small business and worked for herself. She had decreased
her working hours due to having to provide more care and because her customer base
dwindled during the pandemic. She was the only caregiver in the study who received
compensation for caregiving through a state-run program; this caregiver reported her
income (inclusive of this compensation) in the lowest income bracket, less than $25,000.
She stated, “Yeah, nursing facilities, or assisted living facilities are just way too
expensive. We couldn't afford that for her.”
Three caregivers talked about the dilemmas of care recipients being middleincome, which meant that care recipients did not qualify for subsidized care services
under Medicaid, but most private-pay professional care services were financially out of
reach.
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“My mother makes just enough to not qualify for anything. Like she's just over the
income threshold.”

“We actually had somebody that came in for four hours twice a week, and she
would help me with the house, vacuuming or whatever. But we couldn't afford it.
We couldn't sustain the amount what it cost. And I think it isn't that caregivers
don't want the help. But you've got to have the money to pay for that help. And
that's also a difficult position. In our society, you either have to be wealthy or you
have to be destitute. It's the in-between that's the problem. If you're destitute, you
can get help. If you're very wealthy, you can pay for whatever you need. But boy,
it's people that are in the middle that really struggle the worst.”
Two immigrant caregivers mentioned the challenges they faced due to barriers to
obtaining publicly subsidized services and insurance like Medicare and Medicaid.
“The whole other thing in the U.S., as contrasted to Canada or UK, we cannot
immigrate our parents here…But because of health insurance, what the hell are
you going to do? That's a whole ’nother set of considerations.”

“According to the immigration laws, because I brought my mother - it's my will to
bring her- I can't ask for any government assistance for five years…five years, I
can't claim anything.”
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Conversely, five caregivers acknowledged the privileged position they were in
due to their own or their care recipient’s socioeconomic status, which prevented them
from experiencing financial burden and faced less difficulty in accessing medical care.
“My parents had good pensions, they had good insurance. My mom doesn't pay
much out of pocket at all other than for her insulin, so I definitely know that…has
been very helpful for me.”

“Because of our socioeconomic status and my mother's socioeconomic status, I
think she has better access. That makes a difference. Money makes a difference.”

“And the other thing that's made [the pandemic better for me] is the fact that I
can afford a home health aide. Not everybody's in that situation. It's very
expensive…I think I'm paying 28 bucks an hour. Yeah, it's a lot.”

“For the most part, they've been self-sufficient. They weren't extravagant
individuals. I support them financially in other ways…I own their home, I pay
their taxes, their insurance, if something breaks down in the house. They're on
Medicare and supplemental insurance. My dad did qualify for state Medicaid
after his hospitalization, [which] was ridiculous…they were never of well-means.
They managed to raise children who became really well educated and fortunate
enough to have good jobs.”
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“I am incredibly lucky to have chosen the career that I chose in terms of
prioritizing something that pays young people really well relative to some other
career paths. At a time when I unexpectedly needed more money than I ever
thought that I would, in my 20s. That feels like something I certainly did not do
intentionally. But that has become more useful than I ever could have imagined.
In different ways than I imagined. I think when I started working in technology, I
might have said, ‘maybe I can get a mortgage sooner than I thought’… and I
certainly was able to pay off student loans sooner than I thought. Never, though,
was I thinking, maybe I can allocate 1000s of dollars a month to take care of my
mom sooner than I thought.”
Work Burden. The workplace and the home newly merged for 19 caregivers
during the pandemic as they transitioned to working from home, which meant that
working and caregiving roles often collided with one another in a physical space-related
sense. Many caregivers discussed the difficulty and mental strain involved in caregiving
and working simultaneously. Family-work conflict, wherein caregiving interfered more
with work than vice-versa, was particularly common. Three caregivers described how
care recipients would interrupt workflow or concentration that the caregiver required
while working at home.
“[My husband] would always stop by my office and if he needed something, or he
had a question, he didn't hesitate to come in.”
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“Sometimes I have to…close my door because he'll come in and ask a question,
which is fine, but it's interrupting.”

“Yesterday…I had a class with students starting at 5pm. And exactly at two
minutes to five, she started calling out my name…So I had to type in the chat, ‘I'll
be right back. Please start. I'll be right back.’ And I keep doing that to people. I'm
afraid, if I don't go, if she falls, that's an even bigger risk...more of my
time…away from what I'm trying to do.”
Caregivers found that the increase in caregiving responsibilities precluded them
from being able to work more or they had to sacrifice necessary personal care, such as
sleep, to manage both. One caregiver who cared for her grandmother and young children
talked about how imminent changes to her job “will mean that I will be working night
hours that I was not before so I will lose sleep. Literally, I will lose sleep as result of the
change. But such is life until…we’re fully immunized.” Others described the difficulty
they had in focusing on work due to heightened concerns about care recipients during the
pandemic.
“At the beginning, I poured in a lot of time [to work]. During the pandemic,
however, a lot of it had to do with my mental state…I kind of pulled back on the
business a little bit, because I was so worried about taking care of my mom and
my sister.”
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“It's sort of, it's probably more of a mental thing...it's just, my ear is always
listening to see, is he okay? what's he doing? It's like a constant back of my mind
worry…It's sort of like a constant mental program that's running in the
background. So, it's not like I can be 100% focused on work.”
Another caregiver ended up retiring from her job at a university because of the
difficulties she had in managing both an arduous job and caring for her mother full-time.
Prior to the pandemic, she lived in a different state than her mother and only provided
care on the weekends, but the pandemic forced her to co-reside with her mother for ease
and safety purposes, which she found challenging due to her working hours, which also
increased during the pandemic. This caregiver presented her decision to retire as a way to
“take better care of” both her mother and herself.
Work-family conflict, wherein work interfered with caregiving, did come up as
well but less often – only two caregivers mentioned this explicitly. A caregiver who
provided care for three family members described how she could not endure the
“demands, which [administrators at my workplace] put on us” much longer and she was
going to retire “because I have a double load or maybe triple load at home.” A caregiver,
who had been covering for colleagues who left her company, emphasized “the overall
overwhelming part of having a demanding job. And not feeling like I’ve got the time and
attention [for my husband].”
The Role of Workplace Policy
Workplace policy has the potential to either alleviate or exacerbate caregiver
burden. Caregivers were asked to describe how their employers had supported them
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during the pandemic, with examples of policies provided for prompting. Three categories
of policies emerged: those that addressed flexibility in working and caregiving, those that
addressed leave time from work, and those that addressed resources available through the
workplace for caregivers. Access to policy depended on a variety of factors, such as how
many hours caregivers worked and the type of job that they had.
Flexibility. Policies that addressed flexibility enabled caregivers to choose their
own work location and work schedule.
Work from Home. For the sake of public health, working from home became a
mandatory policy for many workers at the start of the pandemic in March 2020. Given
this ubiquity, caregivers were specifically asked if they transitioned to working from
home when the pandemic began. Only one caregiver who worked in a grocery store had a
job she was unable to perform at home at any point during the pandemic given the nature
of the work. Another caregiver said that the software that she needs for work was only on
a computer at the office, so she continued to go into the office throughout the pandemic
but emphasized that there were only three other colleagues in the office at any one time
while she worked. Ten caregivers worked at home prior to the pandemic and continued to
work at home, and the remaining 17 caregivers started working at home during the
pandemic, indicating a change in workplace policy for them. Of these 17 caregivers who
started working at home, six had returned to work in person in the office in some
capacity, either full-time or a few days a week, and one had retired when interviews took
place in February to April 2021.
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Caregivers who switched to working from home cited the ability to work from
home and be home with their care recipient more often as a welcome change that eased
both emotional and work burden for them. Working from home meant that commutes
were eliminated, which allowed “more hours for caregiving during that time.” Caregivers
appreciated the convenience of being able to get errands and other tasks done during the
workday. The flexibility inherent in working from home addressed caregivers’ emotional
burden of feeling overwhelmed by all they had to do and gave them a better ability to
multitask. Caregivers went so far as to say that, because working from home was now an
option, the pandemic had made managing work and caregiving “easier.”
“I got set up so that I was remoting into work. I only went in one day a week,
and I work in [a city far from my house]. So quite a drive. So, I like working at
home.”

“I've been at home for the pandemic, which has been really nice, because then it
allows me some flexibility to like, you know, make an appointment and take my
dog to the doctor, I can do emails…I think that's nice just to have a little bit more
freedom and flexibility.”

“I can reinforce that working from home during the pandemic has been a godsend,
allowing flexibility to keep being sure I do a good job with my position and am
available to supervise what might be going on for housing, care, food, etc.”
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“It made it a little easier for me because it's almost like things are a little bit
more flexible working from home. It's just kind of the nature of the situation. So,
it made it a little bit easier for me if I had to run [to my father’s house] for
something. If it was really urgent, maybe I could run there…take a long lunch
hour, and come back… I wasn't leaving the office so much it would be you know,
just working from home made it a little easier.”

“It has been a little easier because my employer has been good about it and I
can work from home. There's been a couple instances where I've had to take him
to the ER, and they're like, ‘No, it's okay. You can work from home.’ It's a thing
now versus before... you take a day of vacation or whatever. Now, it's, ‘well, you
know, what to do. You know how to get online.’ It's acceptable to work from
home and before, it was not a thing.”
However, working from home was not positive for every caregiver. For some,
working from home increased emotional burden. One caregiver described what it was
like trying to balance work, personal time, and caregiving for her mother while working
from home and found it challenging, saying, “it's like, [my mother] knows I'm here. So, I
don't get as much downtime with COVID.” Two caregivers who had previously been
working from home during the pandemic were relieved to be able to return to the
workplace parttime because working from home was not conducive to productivity for
them and exacerbated their work and emotional burden.
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“For my own sanity, I jumped through so many hoops to get back on campus for
two days a week…between a husband with ADD and a child, it was just…I can't
really get much done at home.”

“From mid-March to early August, I worked solely from home. And that was
awful. I know some people thrive…With my dad in the house and the noise he
makes…And plus, I had moved my computer down to my partially finished
basement when he moved in…So it wasn't the most pleasing environment to be in.”
The one caregiver whose job at a grocery store did not allow her to work from
home expressed gratitude for being able to go to work outside of the home, helping her
better manage her emotional burden, stating “my work has not stopped at the grocery
store. And so, thank God, I get to go to work.” The caregiver who continued to go into
her office job reiterated this sentiment, emphasizing how going into the office helped her
feel less isolated and manage the emotional burden of caregiving.:
“I need to get out of the house. My three days a week [in the office] kind of give
me a sense of normalcy. And because my husband is so physically disabled, and
mentally too, but so physically disabled, it's, I have to do everything... Help him
get dressed, I have to help him get undressed. I have to feed him…Everything. So
those three days a week, that's the reason I actually work...is to just talk to
somebody else besides him!”
In one unique case among the interviewed caregivers, a caregiver who had been
fully remote at work early in the pandemic was required to return to work in-person
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before she felt comfortable, which no other caregiver reported. This mandate from her
employer added to her emotional burden by increasing her worry and concern about
contracting the coronavirus and spreading it to her family members, as well as causing
her to feel devalued. All of this contributed to the negative opinion that she had of her
employer and worsened her emotional burden.:
“When I asked them to give me an opportunity to teach from home again, like we
did spring and summer and nobody complained…They said no, only those who
have critical diseases like diabetes…there is a listing of certain approved
diseases...when you required by federal law to give special accommodation and
because, my situation, I'm pretty healthy. And because it's my family, I'm healthy,
because I'm one who brings in COVID if it's happened, so I applied officially
applied and I was rejected. I felt really betrayed…They tell you how they... value
us and blah, blah.”
Schedule Flexibility. Beyond the flexibility of being able to work from home,
flexibility in scheduling and when a caregiver worked were highly prized during the
pandemic and addressed work burden that caregivers experienced. Flexibility in
scheduling tapped into improved work-life balance for many. Seventeen caregivers
endorsed having flexibility in their schedules, including the three caregivers who were
self-employed and set their own schedules. Caregivers discussed being able to spend
more time caregiving during the week, such as taking care recipients to doctors’
appointments, and the ability to make up work hours at other times when they did not
have caregiving responsibilities. Flexibility in scheduling meant that caregivers did not
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have to miss work when their loved ones had health crises, as well as enabled caregivers
to maintain the same number of working hours in the face of increased caregiving
responsibilities during the pandemic.
“I'm very fortunate. I have an ultra-flexible job in my hours. Because I am very
independent, and I don't have to make certain meetings… most people work
around me. I marked my calendar off when I need to be out and that kind of thing.
So, I'm very lucky.”

“I think the main thing that I need, which I'm getting, is flexibility…The firm times
that I have to be someplace are not very frequent.”

“One thing that that they do offer…they're very flextime friendly. My dad has a
doctor's appointment…tomorrow morning. I'm going to get up and start work at
seven and work a few hours and then take him to his appointment, get him home,
and then I can get back to work. And if I need to work a longer day. Or if I don't
get my eight hours in today or tomorrow, then I could potentially work through
my lunch on Friday and make up that time.”

“I've got a great deal of flexibility. During my mom's surgery, I did not take time
off. Although I was down there the whole time, I was able to work around it.”
Flexibility was so highly prized that one caregiver said that she could make more
money working in another job but did not want to give up the flexibility that she had,
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saying, “I could easily make $10 to $15,000 more elsewhere. But I don't want to…if I
was getting more money, they'd want me at their beck and call. Here, it's less money, but
it's more flexibility. Better work-life balance.” Another caregiver said that her flexible
work schedule enabled her husband to remain at home for care rather than having to go to
a facility; she described it as “the perfect situation with being flexible in my job, and still
able to keep him at home. That's our goal.”
Flexibility policies were not perfect at all companies. Some caregivers pointed out
the inconsistency in flexibility policies between departments and among those with
different job roles.
“They're not consistent with some of their policies. Prior to the current president,
we allegedly had flex time, but it was never in my department, but...IT was able to
come in at all sorts of flexible times.”
Parttime Status. The ability to work parttime speaks to flexibility that caregivers
have in the amount of work that they do on a weekly basis. Working fewer hours can
reduce work burden for caregivers. Five caregivers worked 30 hours or fewer at the time
of interview. Three of these five caregivers worked parttime because caregiving occupied
so much of their time, indicating that caregiving caused work burden because it interfered
with their ability to work fulltime. One caregiver did not specify why she worked
parttime hours; the fifth caregiver was a self-employed photographer who experienced a
decrease in business due to the pandemic.
One caregiver who worked 20 hours a week for a nonprofit said, “There's no way
I could do a full-time job right now with my caregiving responsibilities. It's possible, I
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suppose if it weren't for COVID? I mean, certainly people do. But I can't imagine that
happening in my situation, to be able to work full time,” alluding to the additional work
and emotional burden she would face if she tried to work more. However, she described
the conundrum she faced working parttime and not getting benefits as a parttime
employee, which caused financial burden for her.
“If it were a big corporation, that would be different, but a smallerish nonprofit, I
just don't expect that they would have resources to…pay me if I'm not there…I
don't get vacation days, those kinds of things where if I were even working at
Walmart parttime, there's benefits.”
For other caregivers, the ability to work parttime was not clear-cut. Three
caregivers currently working fulltime affirmed that they could work parttime in their
current roles. However, four other caregivers were unsure if they could decrease their
working hours; they said that this was something that they “probably could” do. Three
caregivers said that if they wanted to work parttime at their companies, they would have
to switch job roles within their company to jobs that could be done on a parttime basis
since their current jobs could not be done parttime. One caregiver said that her employer
did not “offer many parttime positions” so the option to switch to parttime work was not
available to her. Even for caregivers who had parttime work available as an option,
companies still may not support parttime work in execution with the workloads that they
assign and the expectations that they have, which caregivers then internalize as the
amount of work they must do to stay employed.
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“It would be amazing as if they say, you know what, you can take this make this a
parttime job because you have this caregiving duty. But truly parttime, not like,
three days, but do the work of five days in three days. That's what happens,
especially with moms, I suppose. And maybe it's our mistake as well, that we think
we need to do five days’ work in three days. Whether they pay us or not. I think a
lot of it is self-inflicted, but the fact that it's not available, you have to set up
proceedings, you're afraid of job security these days.”
A few caregivers discussed what would happen if they dropped from fulltime
work status to parttime and the financial burden this would cause. Two caregivers who
endorsed that they could work parttime in their current jobs said that they might lose
benefits, like health insurance and life insurance, if they worked fewer hours. Others
simply “couldn’t afford to do it,” which was particularly salient for those who were
single or the sole income-earners in their households, indicating that relationship status
and family dynamics were important considerations for them.
Leave Policies. There are multiple types of leave from work that an employer can
provide for caregivers. Three of the most common types are: paid time off, sick leave,
and family leave (actiPLANS, 2020). Depending on whether the leave is paid or not,
leave time could address any or all four types of burden.
Family Medical Leave Act (FMLA). The only federally mandated leave available
for caregiving, FMLA, provides 12-weeks of job-guaranteed unpaid leave to workers to
care for themselves or a family member and applies to companies with 50 or more
employees. Given its unpaid nature, FMLA does not address financial burden, but is
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aimed at cutting down on work burden by ensuring that an individual retains their job
while fulfilling caregiving duties. FMLA also has the potential to reduce emotional and
physical burden by enabling the caregiver to take the time they need off work to care for
themselves or others without fear of losing their job. Ten caregivers explicitly mentioned
FMLA as a type of leave that they could take to provide care for their loved ones.
Two caregivers reported that they worked for companies that were too small to
qualify for FMLA. One of these caregivers said that her employer had “allowed other
people to take leaves of absence,” though she was unsure if she would have the same
option given her job role. The three self-employed caregivers did not qualify for FMLA
given that they were their companies’ only employees.
Paid Time Off (PTO). PTO is job-protected paid time off than an employee can
use at their own discretion. This is typically synonymous with “vacation time.” This
leave can be taken for any reason, and thus could be used to alleviate emotional, physical,
financial, or work burden.
Four caregivers lauded the PTO policies at their companies, which eased financial
and emotional burden. Two of these caregivers had unlimited PTO; two others who
worked for universities cited the “generous” PTO that they had, which left positive
impressions on them. One caregiver discussed the unique scenario she had at her job
wherein other employees could “donate” their PTO to her for caregiving purposes.
Three caregivers reported that their PTO was merged with either sick leave or
leave they could take to provide care for their loved ones. For these caregivers, there was
no separation between time that caregivers could take off for their own leisure and time
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they take off to care for others; it was all considered to be the same pool of general
“PTO.” This has implications for emotional, financial, and physical burden, because
caregivers may expend the time they reserve for vacation to provide care, which
eliminates their ability to take paid time off work to recharge and take care of themselves.
Differences in how parents and caregivers of older adults were treated and what kind of
leave they had to take to provide care came up during discussions about PTO, which was
a further indication of how caregivers of older adults are often overlooked and devalued.
“It's all vacation time. I don't know...I guess it's kind of frustrating because I think
people, if their children are sick, or if something happens with their kids, it's
acceptable that they take sick time... And then with my dad, it's like, he kind of is
my child. I care for him in the same way. Yeah, but it's mostly vacation time I
have to take.”
Sick Leave. Sick leave has the potential to address physical, financial, and work
burden, depending on the parameters of the sick leave. However, of the types of leave
available for caregivers, sick leave was mentioned the least, with only five caregivers
discussing it. One caregiver said that her company recently “mandated” sick time, which
started January 1st, 2021. Two other caregivers talked about the abundance of sick time
they had: “100 and something days’ worth of sick time,” while another had “unlimited
sick time.” However, another caregiver mentioned that the only paid time she had off
work to provide intermittent care for her father was sick leave, which reduced the amount
of sick time she had available for herself, thereby putting her at risk for greater physical
burden if she or her father were to become sick.
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Pandemic-Specific Sick Leave. Three caregivers referenced the Families First
Coronavirus Response Act (FFCRA) policy that was enacted in March 2020 and
expanded paid sick leave for workers. This policy was intended to relieve financial and
physical burden by ensuring up to 80 hours of paid sick leave for all workers, thereby
encouraging sick employees, as well as those caring for sick loved ones, to stay home
from work to cut down on the transmission of the coronavirus. One caregiver who
eventually left the workforce said, “Initially, I used the two weeks COVID family relief,”
before she left her job completely, which enabled her to have two extra weeks of pay that
she likely would not have otherwise had before she left her job. Another caregiver was
not aware that this was a federal measure and attributed this additional sick leave time to
her positive opinion of their employer, indicating her overall approval of it.:
“I work for a pretty good company, and they extended our sick leave. So
specifically, if somebody's sick with COVID, or they are exposed, they wanted to
encourage somebody to stay home and be honest about the diagnosis and not be
afraid to miss work…I appreciate that. Because often…you show up for work, no
matter what.”
Paid Family Leave. Paid family leave addresses emotional, financial, and work
burden by ensuring that caregivers maintain their income while they are caregiving on a
full-time basis. Nine states plus Washington D.C. have passed paid leave laws, with
seven of these ten municipalities paying out benefits to employees as of November 2021
(A Better Balance, 2021). Four caregivers lived in areas with these laws enacted. Five
caregivers who did not live in states with paid leave laws in effect knew they had access
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to paid leave through their workplace. One caregiver said that she had “EI benefits” that
she accumulated over time that she could “use to take my dad to doctor appointments or
anything to do with that type of situation if it’s an emergency.”
There were varying perspectives on paid leave laws across caregivers. Some
caregivers expressed gratitude for the paid leave that they had and how it kept them from
being completely overwhelmed, while others felt that that the paid leave they had could
be more expansive.
“At the end of November for about a month, I ended up going on full leave. Just
because it was just too crazy to do everything…I still got paid full pay
during…that time…And the intermittent was paid leave too so I was very
supported…I don't know what I would have done if my company hadn't allowed
me to take full leave.”

“I think it's just a standard 12 weeks, and…I think it's paid, but it's only like a
percentage. It's not 100%. So, they do have some sort of… it wasn't great. Let's
just put it that way. It wasn't like, ‘Oh, you know, what a relief. I'll still get my full
salary if I need it!’ It was kind of like a portion of my salary only and it was not
terrific. That was just like the bare minimum number.”

“I think they do six weeks paid. That's what they do. I don't think they do total
weeks…. I think it's something that people should know more about. It should be
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more talked about and used so people don't feel guilty or don't work 80 hours a
week. Combined, right, caregiving and work and everything.”
One caregiver who did not have access to paid family leave, but otherwise spoke
highly of her employer, said that the main thing that her employer could do to be more
supportive of her would be to “pay…me to take time off to deal with my parents.”
Multiple caregivers were unsure if their workplaces had paid leave policies.
Additionally, one caregiver who lived in a state with a paid leave law was unfamiliar with
the particularities of the law and instead used her vacation time for leave when her
mother had a stroke. Another caregiver stated that she did not have access to any paid
family leave, though she lives in a state with a paid family leave law and would likely
qualify for it based on her employment history. This indicates that paid leave policies are
not widely discussed or promoted at many workplaces. One caregiver talked about how
she had taken leave in the past for caregiving purposes and had not even considered
whether it was paid or not because “sometimes those categories in life, you just do what
you gotta do.”
Pandemic-Specific Paid Leave. One caregiver had a particularly generous
coronavirus-related leave policy implemented in her workplace, termed “COVID pay,”
which was intended to alleviate both financial and work burden during the first year of
the pandemic. “COVID pay” was a form of paid leave that was provided to employees
who had additional caregiving responsibilities during the pandemic and were unable to
work in the same capacity as they had prior to pandemic. This policy enabled employees
to retain their incomes even if they had to decrease their working hours. When this
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caregiver was asked to rate how supportive her employer was, she rated it as a 10/10
because “I know my benefit was so above and beyond what other people's situations are,
that I can't give them any less.” However, she also expressed distress that this benefit
would cease to exist soon, adding to her sense of emotional and work burden.
“It's anxiety, having to find time to make up these hours that I've had the pleasure
of not having to worry about for the last year, and the increased dependency on
my spouse to cover some of the roles and responsibilities that I have with both my
grandmother and the children.”
Resources. Employers provided resources that are aimed at promoting employee
wellbeing. These resources can reduce the emotional burden that caregivers experience
from managing work and caregiving roles.
Employee Assistance Programs (EAPs). EAPs are intended to address emotional
burden and help caregivers by providing resources, such as counseling and case
management, to caregivers who may feel overwhelmed or experiencing negative
emotions related to managing work and caregiving simultaneously. Twelve caregivers
mentioned EAP benefits that their companies provided them; all of these programs
existed prior to the pandemic. Five caregivers had used the EAP resources available to
them, with varying results. Two of these caregivers praised their EAPs; another caregiver
had not yet used her EAP but said she was going to look into it as place of support and to
ease her feelings of isolation in not knowing what to anticipate in caregiving for her son
with ALS. The rest of the caregivers with EAPs were indifferent to them or had limited
success with the resources provided.
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“One thing [my employer] does right is they have this really expansive EAP
program. Includes…elder care consults…I called up the EAP and be like, ‘there's
family drama, I'm now responsible for eldercare.’ They hooked me up with
somebody who spoke to me for over an hour, giving me the crash course and elder
care and weighing the pros and cons of does she stay in New York? Does she come
to Massachusetts? And the EAP person was telling me like, you know, ‘the elderly
person needs to live closest to the primary caregiver. So, get your mom on all the
waiting lists in your area, and then move her when you can.’ So that was helpful.”

“They have tons of webinars with employee assistance, and things to help like
manage stress.”

“We have an EAP program, which is, as far as EAP programs go, it’s what it is. I
mean, I'm not overly impressed with it. Um, they do have some…just some
resources online.”

“I think they're talking more about [caregiving for older adults] these days, but I
don't think enough to say people will jump and make use of programs that might
be available, like EAP. I've used it once. It seemed like somebody did the research
for you, instead of you having to do the research. But that was it. That was the
end of it.”
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Four caregivers said that their EAPs provided resources specific to caring for
older adults. However, three other caregivers with EAPs mentioned how their workplace
provided resources for employees who had caregiving responsibilities for children but not
for caregivers of adults.
“I see a lot of things for people with kids. But that's pretty much it.”
One caregiver without an EAP expressed the irony of not having more case
management help for caregiving even though her workplace provided those services “in
house” for clients.” She further stated that her employer was “quite stringent about staff
not receiving the work that we do.” Finally, four caregivers seemed not to know whether
they had an EAP or if their EAP would help with caregiving.
Pandemic-Specific Resources. Two caregivers mentioned financial measures
their companies provided during the pandemic that addressed financial burden that
caregivers may have had. One reported that her workplace had “employee funds so if any
employee is really needing more help, you can apply and get more money.” Another
workplace that sent all their employees home at the start of the pandemic guaranteed pay
for all workers through June 30, 2020, regardless of whether the employee could do their
job at home or not.
Some companies also made efforts to alleviate emotional burden of employees
during the pandemic through other resources. One caregiver mentioned virtual free
meditation and yoga classes for employees that her workplace offered throughout the
pandemic, which spoke to efforts to address both emotional and physical burden.

111

See Table 3 for the categories of workplace policies and which burdens they
addressed.
Table 3
Workplace Policies and Burdens they Address
Type of Policy

Policy

Burdens Addressed

Flexibility

Work from Home

Emotional Burden
Work Burden

Schedule Flexibility

Work Burden

Parttime Status

Emotional Burden
Work Burden

FMLA

Emotional Burden
Physical Burden
Work Burden

PTO

Emotional Burden
Physical Burden
Financial Burden
Work Burden

Sick Leave & FFCRA

Physical Burden
Financial Burden
Work Burden

Paid Family Leave &
Pandemic-Specific Paid Family
Leave

Emotional Burden
Financial Burden
Work Burden

EAPs

Emotional Burden
Financial Burden
Work Burden

Pandemic-Specific Resources

Emotional Burden
Financial Burden

Leave

Resources
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Other Workplace Factors
Caregivers did not focus solely on workplace policies when discussing what made
their workplaces supportive and impacted caregiver burden. They also mentioned other
workplace factors that either eased or exacerbated burden.
Supervisor Support. Though the emphasis in the interviewer questions was on
workplace policy and how workplace policy had supported working caregivers, many
caregivers mentioned how valuable the support of their direct managers had been in
enabling them to manage both caregiving and work responsibilities, thereby, reducing
emotional and work burden for them. Eleven caregivers explicitly discussed how
supportive their supervisors have been and how critical this support has been to them.
During interviews, caregivers were asked to rate their employers on a one to ten scale and
those who rated who gave high ratings to their workplaces often attributed these ratings
to their managers.
“It really comes down to how your boss works with you or works against you.”
“What I found is the most important thing in terms of when you're in this
caregiver role is your immediate manager…and how your immediate manager
supports you…that's been the most helpful part for me.”

“From kind of a personal standpoint, my manager was incredibly understanding
throughout the process. I was keeping her pretty updated on everything that was
happening as it was happening. She was kind of going through everything with
me, and which I think helped a lot.”
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“[My manager’s] been wonderful. He knows [that I’m caregiving] and I hope
whoever goes into his shoes, will have that same attitude. If not, then it's gonna
have to change in my world, because I can't keep up with doing both and working
at night and then taking care of my mother. There's just no way.”

“I would say, my direct supervisor, probably 10, because she is so willing and
understanding and she has a family of her own.”
A caregiver who felt that she was not supported at work in her caregiving duties
also emphasized the importance of understanding and empathetic leadership in a
company, discussing that there had been leadership changes at her company which had
changed the tenor of the workplace and the level of support that she feels, causing her to
have concerns about balancing work and caregiving.
“Had it been the prior leadership team that was in place, we'd be having a
different conversation, it would have been a no brainer, they would have said not
to worry, take your time, because I've seen it done with others who experienced
similar, either a loss of family member or really, you know, severe illness with a
spouse. I would like to think that they would accommodate me, but I have not
tested that, and they don't know about my circumstance.”
Workplace Culture. Caregivers discussed the overall culture and ethos of their
places of employment and how this factored into caregiver burden and how they viewed
their employer and experienced the pandemic as a working caregiver. Supportive
workplaces had the ability to ease work burden and enabled caregivers to continue
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providing care while working. Some caregivers had improved perceptions of their
employers when they noticed that their employers had responded well to the changes in
their lives that occurred due to the pandemic. Other caregivers mentioned that, due to the
nature of the work that their workplaces do, they understood caregiving more.
“About my family and my life…I feel like [my employer] would be receptive. If I
was like, ‘Look, we are really struggling. I can't show up. What can we do?’ And
they would probably work with me or help me find a position that supported that
lifestyle, whatever it is.”

“I'm very lucky that I am able to work at a place that understands disability and
caregivers…I think that that has made a big difference in my ability to keep
working and take care of my husband.”

“I feel like they've been amazing and even just in terms of ‘Gosh, do you have
somebody at your house that is disabled? Or that you're concerned about?’”

“About two, three months into COVID, they started really asking... supervisors
asked employees, I think part of that was because we never had a relationship
before where they asked about caregiving activities or made those
accommodations without the employee coming forward. So, it was part of the
company's ethos. Once we were a few months in, and it was obvious that we, the
world was different…it became part of the supervisor’s responsibility to talk to
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their employees about their experience with COVID and how it was impacting or
…they estimated that it would impact their work.”
Despite some caregivers endorsing supportive workplaces that helped them
provide care while working, other caregivers said they work and provide care despite
their employers’ lack of recognition for their caregiving duties. Caregivers reported that
they “do not feel comfortable sharing” their caregiving responsibilities at work, adding to
the emotional burden of feeling isolated in their caregiving. Caregivers described their
workplaces as “indifferent,” did not feel that they could “safely” request a change from
fulltime to parttime work status without putting their job at risk, and felt as though their
employers did not care about them. In some instances, employers actively made
caregiving more difficult for caregivers, such as in the case of the caregiver who
requested to teach class virtually but was instead required to teach class in person during
the pandemic.
“But if someone did recognize that this is not a normal situation without the
pandemic, and then you throw the pandemic on top of it, and you have a person
that's working for you and still performing and still delivering, check in with them
and make sure that they're okay.”
Awareness of Workplace Policies. The ways that caregivers found out about their
workplace policies also spoke to workplace culture and the level of endorsement that
companies had for accommodative policies. Caregivers who were enthusiastic about
support from their workplaces described the comprehensive communication efforts that
their employers displayed to promote helpful policies. Open communication about
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policies and policy changes meant that caregivers did not have to take on the additional
labor of searching for workplace policies, which could further overwhelm them.
“One of the things when they were giving the webinars, they were throughout the
year, and they still are going, there's some, like, how to manage stress during the
pandemic, and all these, you know, different topics. And one of them was on just,
like, policy, making us aware of the resources that we had. One of those things
was paid leave.”

“We have an internal…intranet that we use for the company. And I think I just
typed in ‘leave’ and was able to find quite a bit of information on there. And then
talk with my manager. And then we talked with our HR business partner and were
able to figure out exactly like the steps I needed to take, all the documentation.
They had like a big document on like, ‘what is FMLA?’ Oh, grand, how do I
utilize that? …it was incredibly clear.”

“HR blasted out emails repeatedly. Yeah, there was a lot of communication. And
my boss, although it wasn't actually his role was called up to be part of the
COVID response team. I kind of had an insider's perspective.”

“There were lots of little things that they communicated at the same time, and
they communicated through video... it would get sent through my texts, if you're if
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you're enrolled in the text notification. So, I would get a new text... for a while it
was like every day there were communications coming through.”

“They had multiple channels of communication, they would send out group
emails, then they would be sending it out through the unit heads, like Deans and
chairs, Faculty Senate…. then during the faculty meetings, everybody was
reminded ‘This is new.’”
Alternatively, many caregivers explained that employers did not thoroughly
promote policy changes during to the pandemic nor were they reminded about existing
accommodative policies that could help them, which added to the emotional burden they
experienced.
“We had a staff meeting that I was lucky to have attended. It was not something
that my direct supervisor…offered to me. I became aware of it probably three or
six weeks after it was an option.”

“You have to go ask. You have to go interpret it; you have to go make something
out of it. How do you do that with a fulltime job?”
Impacts of Identity
Gender. In allusions to the theory of gendered organizations, participants
addressed how gender influenced their workplaces. Workplaces that were gendered in
favor of men and had unreasonable expectations for employees with caregiving
responsibilities. One participant expressed that her company lacked a compassionate
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ethos. Her reasoning for why this did not exist was, “because it's a primarily male
dominated leadership team.” A caregiver who was in the military described the approach
in her workplace to supporting caregivers as being limited to immediate supervisors.
Those higher in the chain of command was not accommodative because “it's more of like
the hard-headed guys that are, ‘well you signed up for this. And this is your duty.’” This
caregiver indicated that her boss was a woman but those in higher leadership positions
were “guys.”
Alternatively, those who worked with many women and in more caring-oriented
fields, such as nursing and social work, described feeling supported at work. One
caregiver who worked for a community nonprofit attributed the “understanding about
motherhood and parenting and kids” philosophy in her workplace to the dynamic of the
female-dominated staff, saying, “Because we have about 200 employees, and about 199
of them are women… They've not really talked about caregiving, but because they're
aware of kind of women and flexible schedules, I think it was easier for me.”
Race. Race was not often specifically mentioned as a facet of identity that
impacted caregivers and their experiences with workplace policy during the pandemic.
The only direct reference to race and workplace policy occurred when a white caregiver
remarked on how her race likely helped her get her job at a supportive company with
good benefits.
“Being a white woman…I think I have had a lot more opportunity than if I was a
person of color. And that's more just anecdotally because I don't have any hard
evidence showing that. But I think just overall that has affected the way that I was
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able to care for my mom, the opportunity that I had to even be working with the
company that I had in the first place.”
Status in the Workplace. Status within the workplace was the most salient
identity factor that contributed to caregiver experiences with workplace policy. Multiple
caregivers mentioned their privilege and access to knowledge associated with their
statuses in the workplace and recognized that their experiences were not universal. This
was particularly true when it came to the flexibility that caregivers had with their jobs.
Caregivers who had higher status in the workplace were able to work more
autonomously, without being micromanaged like other colleagues with less power and
status.
“If an administrative assistant was going through what I'm going through, that
professor would be breathing down her neck and making her life miserable.”
Another caregiver described the privileges she had in her job role compared to
others at her workplace as “definitely a class system.” This caregiver was able to work
flexible hours and could cancel work obligations for caregiving reasons, if necessary, as
well as work remotely prior to the pandemic, whereas other employees with lower status
within the workplace could not. One caregiver acknowledged that she was a supervisor at
work and so she was more familiar with company policies, as well as legal rights that she
had as an employee, stating, “I am a supervisor where I work. So, I know the law, right?”
She also pointed out the advantages she had as a salaried rather than an hourly worker
and someone with financial stability.:
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“The type of job, the type of work you do, and your socioeconomic level… if I was
an hourly worker, if I was poverty level or close to it…socioeconomically, we're
doing well. I think if somebody in a different socioeconomic level, it would be... a
bit more of a struggle.”
Summary
This chapter presented the analyzed findings from the 29 phenomenological
qualitative interviews with working informal female caregivers during the coronavirus
pandemic. Findings revealed the unique challenges, as expressed through caregiver
burden, that caregivers have been facing during this time, as well as the role of workplace
policy in mitigating this burden. Three major workplace policy categories emerged:
flexibility, leave, and resources. Other workplace factors, such as manager support and
workplace culture, were also important in understanding how caregivers managed work
and care during the coronavirus pandemic. Certain identity-based differences in
caregivers’ experiences with workplace policies were salient; namely, gender and status
within the workplace.
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Chapter Five: Discussion & Conclusion
Introduction
This research explored how informal female working caregivers of older adults
experienced the pandemic and how workplace policy impacted their experiences. The
findings from this research were framed within the context of four types of caregiver
burden - emotional burden, physical burden, financial burden, and work burden – and
how workplace policy either addressed or disregarded these burdens. The theories of
intersectionality, the theory of gendered organizations, and role conflict guided this
research and findings both aligned and diverged from tenets of these theories.
Caregiver Burden
Caregiver burden provides an illustrative framework to better understand the
difficulties in caring and working for working female caregivers. The coronavirus
pandemic added another layer of complexity that influenced caregiver burden.
Emotional Burden
Emotional burden was expressed by many in this study and in multiple ways.
Caregivers described feeling worried, anxious about the future, isolated, guilty, devalued,
and overwhelmed. Though these are all emotions that caregivers could feel at any time,
these feelings were likely exacerbated by difficulties experienced due to the pandemic.
Beach and colleagues (2021) found that, when compared to non-caregivers, caregivers
experienced more anxiety, depression, and fatigue and sleep disruption during the early
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months of the pandemic and its associated lockdowns than they had prior to the
pandemic.
When considering caregivers’ emotional burden, the temporal nature of this
research is key. People had been social distancing, at home, and in lockdown-type
situations for approximately a year. All interviews were conducted during the winter to
early spring months (February to April 2021), which also meant that isolation may have
been exacerbated by the weather; in warmer months, caregivers had been better able to
safely social distance and see others. There were immense barriers in access and
connection with others outside of one’s own household and caregivers highlighted
feelings of loneliness and isolation that they and their care recipients were both
experiencing; these challenges resulting from the loss of social and caregiving support
were echoed in research done by Rokstad and colleagues (2021) on caregivers in
Norway. It is not surprising that caregivers in this study were feeling emotionally drained
and lonely without their usual social supports. In a nationwide poll, 65% of surveyed
caregivers reported feeling isolated at least some of the time during the pandemic
(Leggett et al., 2021).
Few people were vaccinated when interviews with caregivers started in February
2021. The rollout and eligibility for vaccines mostly centered around healthcare workers
and older adults; most caregivers did not yet have access to the coronavirus vaccines,
which caused caregivers to feel overlooked and devalued. Caregivers also felt devalued
by their families, who failed to check in on them and how they were doing in their
caregiving duties, depriving them of critical social support. Other qualitative research on
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caregivers during the pandemic found that the simple effort of reaching out and offering
support made a big difference for caregivers and how they coped with the pandemic
(Rokstad et al., 2021); caregivers who lacked this may have struggled more.
Being overlooked and devalued as a caregiver extended into caregivers’ attitudes
about their workplaces as well. In alignment with the theory of gendered organizations,
some caregivers described workplace cultures that disregarded their caregiving
responsibilities outside of work, indicating that many organizations were still gendered in
favor of men, who have traditionally been viewed as not having caregiving duties
(Williams, 2010). One caregiver spoke about how her workplace had been “agnostic” to
caregiving duties during the pandemic because of a male-dominated executive team. A
caregiver who was a university professor described how her workplace would not
accommodate her request to teach from home rather than in person during the pandemic
because she, personally, was not the one with a condition that made her more vulnerable
to contracting their coronavirus; she was caring for those who were more vulnerable.
Another caregiver remarked on the inconsistency in policies across departments and
different expectations that were dependent on the job role, not based on the working
caregiver’s needs. In contrast, one caregiver remarked that having a female-dominated
staff at her company led to more awareness about caregiving responsibilities, though this
awareness was typically focused on parenting rather than caregiving for older adults.
The unique environment of the pandemic meant that many caregivers were unable
to set boundaries around caregiving. Due to the reduction in services (Giebel et al.,
2021a; Rokstad et al., 2021) and danger involved in the presence of many different
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people in the same space, caregivers frequently found themselves on their own in
providing care. Recent estimates from a nationwide survey that looked at caregiving prior
to the pandemic indicates that the average number of hours that a caregiver provides care
is 24 hours per week, with 25% of all caregivers providing care for 40 hours or more
every week (National Alliance for Caregiving & AARP, 2020). In this study, however,
over a third of caregivers provided care for 51 or more hours every week, indicating that
caregiving was more than a second fulltime job for many. This meant that caregivers had
little time to themselves to rest and recharge. Whereas prior to the pandemic, caregivers
may have had help with caregiving through services like respite and adult daycare, these
services were no longer safe options for assistance with care. Research has shown that
one mechanism for alleviating burden is tangible support for caregiving, such as in
daycare and respite services (Vandepitte et al., 2016) and visits from other family
members (Zarit et al., 1980) and friends (Rokstad et al., 2021), however both of these
mechanisms of support were mostly eliminated during the pandemic. This reduced level
of external support and care has been linked with less mental wellbeing for caregivers
(Giebel et al., 2021a), which was reflected in the narratives shared by caregivers in this
study.
Caregivers expressed concern over care recipients’ lack of understanding of the
pandemic and need for safety precautions. This difficulty was echoed in Giebel and
colleagues (2021b) qualitative research, wherein both caregivers and care recipients were
interviewed; caregivers had to put strict limitations on what care recipients were allowed
to do out of caution for their safety and health. Not only did caregivers have to worry
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about themselves and the anxiety of the unknowns about the virus, but they had to be
hypervigilant for their care recipients, many of whom had vulnerabilities that made them
more susceptible to the virus.
Intersectionality came into play when viewing the differential experiences of
emotional burden for caregivers in this study. The one African American caregiver in this
study described differences in her majority African American community during the
coronavirus that other caregivers did not describe; namely, that she knew multiple people
personally who had died from the coronavirus and that medical discrimination likely
played a role in their deaths. This knowledge contributed to the worry and concern that
she felt when she and her own mother were diagnosed with coronavirus; no other
caregivers in the study reported contracting coronavirus nor did they know anyone who
had died from coronavirus.
Three caregivers started to provide care during the pandemic, while four other
caregivers greatly increased the amount of care that they provided. Though expectations
to provide care for caregivers likely existed prior to the pandemic, the pandemic
highlighted these expectations and obligations due to the lack of social support that
caregivers both could and did receive from others. Four of the caregivers who were
immigrants to the United States and provided care to immigrant parents spoke of cultural
values that emphasized the importance of taking care of older members of the family.
Miyawaki’s (2016) research on the cultural differences among caregivers of Asian,
Latine/Latinx/Hispanic, and non-Latine/Latinx/Hispanic white descent indicates the
primacy of filial responsibility and obligation in caregiving duties for Asian and
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Latine/Latinx/Hispanic caregivers. Other non-immigrant caregivers of color also
indicated a strong ethos of filial responsibility in their caregiving practices, citing their
cultural backgrounds as influential. Caregivers from non-Western European cultures may
have felt less of a choice in caregiving and more pressure to provide care (Pharr et al.,
2014), which can add to their burden. Caregivers from more collectivist cultures may
struggle within the more rigidly individualistic American milieu (Markus & Kitayama,
1991; Pharr et al., 2014) and feel that they are unable to care for themselves within
American culture that runs contrary to their cultural beliefs and customs. This may also
mean that caregivers from non-western European cultures will be less likely to access
professional caregiving services to assist in caregiving because the idea that caregiving
must remain within the family has become strongly ingrained in them (Pharr et al., 2014),
thereby increasing the likelihood that they feel overwhelmed. Other facets of American
culture, such as a strong adherence to privacy, can make it even harder for immigrant
caregivers to talk about the struggles that they were enduring, as one caregiver from India
identified in this research. All of these factors may add to the emotional burden of being
an immigrant caregiver during the pandemic.
Physical Burden
Emotional manifestations of burden impacted caregivers’ physical health as well,
causing physical burden. One caregiver described how she thought that the stress of
taking on additional caregiving duties and moving her mother between states during the
pandemic to be closer to her led to a “two-week mystery illness.” Another caregiver
spoke about how the anxiety she had from caregiving during the pandemic caused her to
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gain weight. This caregiver is not alone in that; many people have gained weight over the
course of the pandemic, with stress being a key contributor (Noguchi, 2021).
Caregivers described themselves as “exhausted,” which is reflected in research
that found that caregivers were more fatigued than non-caregivers during the pandemic
(Park, 2020). Additionally, the lack of caregiving support from others that caregivers
were enduring impacted not just emotional burden, but their physical burden as well.
Research from prior to the pandemic backs this up; greater levels of emotional distress
have been linked to poorer physical health in caregivers (Pinquart & Sorenson, 2007). As
is the case for emotional burden, more social support has been linked to better physical
health (Pinquart & Sorenson, 2007), which once again points to the detrimental effects of
social isolation that have been necessitated for caregivers during the pandemic.
Financial Burden
The findings regarding financial burden in this study centered around three main
topic areas: how caregiving impacted career trajectories and earning potentials, the cost
of professional care, and the difficulties of being middle income. Three caregivers started
working less during the pandemic due to increased care responsibilities. Two caregivers
retired sooner than they anticipated. Of these five caregivers who reduced their working
hours during the pandemic, two did not have college degrees and earned less than
$25,000 in annual income. This mirrors a documented trend from the pandemic wherein
low-wage and non-college educated workers have been hit particularly hard financially
by the pandemic (Gould & Kassa, 2021; Kochhar, 2020; National Academics of
Sciences, Engineering, and Medicine, 2021). Prior to the pandemic, caregivers reduced
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their work hours as care responsibilities increased (Johnson & Lo Sasso, 2006), however,
the pandemic provided an environment that accelerated this reduction in work hours by
limiting social contacts who may have been able to help with caregiving when
necessitated. Any reduction in work hits women hard financially, impacting retirement
income and future earning potential (MetLife Market Institute, 2011), which can be
especially detrimental when the gender pay gap is considered (AAUW, 2021). During the
pandemic, nearly 60% of women have been concerned about their finances (Mullen,
2021).
Two caregivers discussed the impacts of caregiving during the pandemic on their
career paths, preventing them from earning more money and attaining more prestigious
titles and job responsibilities. Worldwide, women are underrepresented in top-tier
managerial positions and this representation has only decreased during the pandemic
(Karkee, 2021), which has implications for the future of women’s careers. Research
indicates that, worldwide, the coronavirus has set women back from achieving gender
equity by nearly an entire generation, equivalent to 36 years (World Economic Forum,
2021).
The majority of caregivers in this study had incomes greater than $100,000.
Despite this, caregivers still cited the high costs of professional care as barriers to getting
more help than they had for caregiving. According to Genworth (2021), the annual cost
for a home health aide is about $55,000; a private room in a nursing facility is about
$106,000 annually. Even hiring someone to help with household chores around the house
is close to $54,000 a year (Genworth, 2021). Caregivers with lower incomes expressed
129

the difficulties wrought by having fewer financial resources, speaking to the
intersectionality of the caregiving experience and how their socioeconomic status
influenced them and the resources that they lacked in providing care. Some caregivers
were unable to afford professional care and knew that they may have to make drastic
changes to their lives, like selling their homes, to afford care.
Financial burden was not limited to the lowest income-earners in this study; those
who were middle-income discussed the challengers inherent in making too much money
to qualify for Medicaid-subsidized services, but not enough to privately hire caregiving
support on their own In contrast, caregivers with higher incomes and those from the
United States could afford to cover assistive caregiving expenses, even if care recipients
could not, reducing concerns about financial burden and preventing them from becoming
overwhelmed with the stressors of caregiving. Immigrant caregivers discussed the
additional costs of caregiving for them, as some of their care recipients were not
American citizens and were therefore unable to access publicly subsidized insurance like
Medicare and Medicaid until they were in the United States for at least five years (Kaiser
Family Foundation, 2021). Caregivers with care recipients who were American citizens
talked about the benefits they had due to having “good insurance” like Medicare.
Work Burden
Experiences of work burden can be understood within the context of role conflict
and overlap with financial burden. Caregivers who reduced their working hours during
the pandemic experienced conflict between their caregiver and worker roles such that
caregiving limited their ability to execute their roles as workers as they had prior to the
130

pandemic and inhibited their earning potential. This was also the case for the caregivers
whose caregiving duties impeded them from attaining promotions and greater
responsibility at work.
Caregivers also spoke about how care recipients interrupted them during their
workdays, which prevented them from being able to fully concentrate. Competing
demands for a working caregiver’s time, attention, and energy were commonplace, which
seemed to be exacerbated by the shift to working from home. Biddle and Thomas (1966)
discuss how role conflict can “create personal confusion, anxiety, and ambivalence for
the individual, to say nothing of the many possible social dysfunctions of the conflict” (p.
273), which speaks to the burden that many working female caregivers faced in trying to
provide care and work during the pandemic. This may especially be the case when the
workplace is gendered more in favor of men and unsupportive of caregiving activities, as
the theory of gendered organizations suggests.
The Role of Workplace Policy
Accommodative workplace policies can begin the work of “ungendering”
workplaces by recognizing that employees have rich, full lives, of which being an
employee is only one part. Employers buck the prescriptions of the theory of gendered
organizations by acknowledging that their employees have significant roles and
responsibilities outside of work. Through offering helpful policies, employers can reduce
role conflict and the level of burden that working caregivers face. Caregivers spoke about
the policies available in their workplaces and what helped and hindered them in
balancing work and caregiving during the pandemic.
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Flexibility
Flexibility in the workplace was highly endorsed and mitigated emotional and
work burden for caregivers in this study. The words “flexible” and “flexibility” in
relation to work were mentioned 52 times by caregivers across 18 interviews. Flexibility
included the ability to work from home, which enabled household tasks and small errands
to be done during the day, as well as control over work schedules, such as when to start
and stop work and the ability to catch up on work outside of traditional 9 am-to-5pm
work hours. This flexibility reduced emotional and work burden for caregivers in this
study. Similarly, Hokke et al. (2021) found associations between workplace flexibility,
such as a flextime schedule and remote work, with reduced fatigue and burnout for
working parents. Other research has found that flexible workplace provisions are
associated with feelings of autonomy, control, and competence for workers (Gajendran
and Harrison, 2007; Galanti et al., 2021; Thomas & Ganster, 1995), which further speaks
to the positive benefits that flexible policies can have for working caregivers. These
feelings are associated with decreased levels of depression and physical burden (Thomas
& Ganster, 1995). Contrary to the Theory of Gendered Organizations, many caregivers
praised their workplaces as being accommodative and more oriented to the needs of
caregiving women during the pandemic due to the increased flexibility that they had.
“Work from home” is known by many synonymous phrases: “telecommuting,”
“teleworking,” and “remote work” (Crandall & Rao, 2005) are some of its most common
appellations. However, during the pandemic, the ability to work outside of the office truly
became “work from home” as individuals’ homes and families became the only safe
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environmental context for work and socialization. Working from home allowed
caregivers to protect themselves and their care recipients from contracting and spreading
the coronavirus, thereby reducing emotional burden, in line with extant research findings
(Galanti et al., 2021).
While many caregivers liked working from home and the flexibility this offered,
others struggled with the lack of separation between home and work life, which made
role conflict ever-present; Galanti and colleagues (2021) research during the pandemic
also confirms these findings. As the home and the office became the same space for
many, home was no longer a respite from work and work was no longer a reprieve from
home stressors like caregiving. Caregivers expressed the feeling of always being “on,” as
well as unable to concentrate on work with other people, such as care recipients, nearby.
Caregivers who struggled with working from home appreciated the ability to return to the
office at least a few days every week when that became a safer option.
Parttime work was a workplace policy that some caregivers used to better manage
work and caregiving. Though there is no one uniform definition of parttime work (U.S.
Department of Labor, n.d.), five caregivers worked 30 hours or less at the time of
interview. Though these caregivers seemed relieved to be able to work parttime, they
remarked on the lack of benefits that they had due to their parttime status. Workplaces are
bound by few laws that require them to provide benefits like health insurance and
retirement plans to parttime employees. If employees work under 30 hours a week,
workplaces are not required to offer them health insurance (Patient Protection and
Affordable Care Act, 2010). If employees work less than 1,000 hours per year, they are
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not eligible for an employer’s retirement plan (ERISA, 1974). Other caregivers would
have been interested in parttime work as an option to help them better manage the
emotional and work burdens of caring and working but mentioned that working parttime
would exacerbate financial burden for them, as they would be forgoing fulltime payment
and aforementioned benefits.
Leave
There is a plethora of leave options that workplaces could offer; this research
addressed four specific types of leave: federally mandated FMLA, paid time off (also
commonly known as “vacation time”), sick leave, and paid family leave. Among
caregivers, there was some confusion around leave policies and whether paid leave was
available to take time off work for caregiving purposes. This confusion spoke to the
overall lack of clarity that caregivers had about what workplace policies were available to
them.
Policies were also set up in such a way that some caregivers had to choose
between caregiving and taking time for themselves outside of work by grouping vacation
time, sick leave, and leave that a caregiver would take for caregiving purposes into the
same leave policy benefit. If a caregiver used all their leave for caregiving, they could
then be left without any vacation or sick time for themselves.
FMLA requirements disproportionately exclude women and people of color from
coverage (Heymann et al., 2021) and this leave is unpaid. In this study, at least five
caregivers did not have access to FMLA, as their workplaces were too small, or they
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worked for themselves. Thus, FMLA was not something that could help them with their
caregiving duties during the pandemic or otherwise.
The United States is one of only 11 countries that does not have a national paid
sick leave policy (Heymann et al., 2021). Two caregivers in this study had abundant sick
leave, which they praised; another caregiver discussed the newly implemented sick leave
policy in her workplace. The FCCRA sought to ensure sick leave for workers who did not
previously have it by mandating up to 80 hours of paid sick leave for every worker who
was either quarantining, diagnosed with, or caring for someone with coronavirus. This
policy was viewed as a boon for workers and public health (Pichler et al., 2021), even if
there was some misunderstanding among caregivers in this study regarding whether this
policy was federally sponsored or solely workplace specific.
In addition to not having a federal paid sick leave policy, the United States is also
one of only six countries without a federal paid family leave policy (Miller, 2021). Nine
caregivers in this study were fortunate to live in states or work for companies that
provided paid leave. One caregiver who used paid leave for caregiving exclaimed how
grateful she was for it. Studies have found associations between access to paid family
leave and less mental stress among parents (Irish et al., 2021) and greater financial
security among workers who took paid leave than those who had similar needs for leave
but either did not take leave or took unpaid leave (Goodman & Schneider, 2021),
indicating that paid family leave can alleviate emotional and financial burden.
One caregiver mentioned a special paid leave policy for caregivers that her
workplace had implemented specifically during the pandemic titled “COVID pay.” This
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policy allowed her to continue to be paid for the same number of hours that she worked
prior to the pandemic even if she was now providing care to her children or her
grandmother during some of those hours. This policy signified a step this company took
towards ungendering their workplace by acknowledging that workers had lives outside of
work and that caregiving had increased for many of its employees during the pandemic.
This caregiver spoke glowingly of her company due to this policy and the recognition
that they had of caregivers during the pandemic. However, this caregiver also noted that
the special payment provisions offered by this policy were ending soon after the
interview, which was causing her to have anxiety; this policy was not permanent.
Despite some positive endorsements of paid leave by caregivers in this study, not
everyone was equally as excited about the paid leave that they had. One caregiver who
lived in a state with paid leave did not know that she had access to paid leave through the
state. Others who had paid leave were not satisfied with the paid leave provision that they
had, citing the payment amount, which was only a fraction of the caregiver’s income, and
the amount of paid time off work (only six of the 12 weeks offered by FMLA would be
paid) offered by their companies’ paid leave policies as insufficient. Further, only 31% of
the caregivers had paid leave in the first place, indicating that paid leave was a policy that
needed to be more expansive. Without a comprehensive national paid family leave plan,
workers can easily become exploited and subject to the whims of where they live or their
workplaces.
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Resources
Out of the three types of workplace policies mentioned as helpful to working
caregivers, resources available through programs like EAPs seemed the least helpful for
caregivers in this study. Per the Society for Human Resource Management (SHRM),
employee assistance programs are described as “work-based intervention programs
designed to assist employees in resolving personal problems that may be adversely
affecting the employee’s performance” (n.d.). EAPs started as workplace programs to
address alcoholism among workers and have since been expanded to provide resources
that address problems such as relationship issues, financial struggles, substance use
disorders, and mental health challenges (Masi, 2011; U.S. Office of Personnel
Management, n.d). With the increase in women’s involvement in the workforce and the
subsequent rise in families with two working parents, childcare and even eldercare have
come under the purview of EAPs (Masi, 2011).
Using the frame of the theory of gendered organizations, because an employee’s
primary responsibility and concern should be their work, the purpose of any benefit an
employer provides is to ensure their employees’ wellness so that they can continue to be
good workers. Employers want to be sure that if they invest in their employees in a way
that also benefits them outside of work that they are getting a good return for this
investment within the workplace as well by having a worker who is able to be physically
and mentally present at work. Though intended to alleviate emotional, financial, and
work burden so caregivers could focus on their work during work hours, caregivers in
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this study were disappointed that their EAPs did not offer more support or resources for
caregiving for older adults; the focus of their EAPs seemed to be on childcare and geared
towards workers with children. This lack of recognition for caregiving responsibilities
caused caregivers to once again feel devalued and overlooked. Fuller and Raman (2019)
also found that employers placed concerted focus on parenting but failed to account for
other forms of caregiving that occur over the course of an employee’s career, and thus, do
not offer benefits that would be most helpful to them.
Supportive Supervisor and Workplace Culture
Policies that support caregivers in the workplace may not matter if there is not
institutional support and recognition for employees’ responsibilities outside of the
workplace. Eleven caregivers mentioned how much they valued having a supportive
supervisor and how this support was crucial to them in being able to balance work and
caregiving duties. Research has emphasized the importance of the role of supportive
supervisors in minimizing role conflict for workers (Greenhaus et al., 2011; Thomas &
Ganster, 1995). Caregivers also emphasized the importance of a workplace culture that
was supportive of family and work-life balance. Others mentioned that there was a shift
in the culture of their workplaces in such a way that recognized care duties, which they
appreciated.
Not all caregivers felt supported by their workplaces. Two caregivers described
their discomfort in disclosing their caregiving status to superiors at work, as they were
fearful of the repercussions that this may have on their employment. Similarly, 55% of
employee survey respondents in Fuller and Raman (2019)’s research on company
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culture felt that caregivers had slower career progression than non-caregivers and were
viewed as less committed to work; over half of employees surveyed affirmed that their
company’s culture did not foster the career growth of caregivers as well as it could have.
Impacts of Identity
The findings of the impact of workplace policy on working caregivers cannot be
viewed in a vacuum; they must be viewed in the context of caregivers’ identities. Though
the research focused on caregivers’ current social locations, pre-existing facets of identity
led them to where they were in terms of both caregiving and working. The most salient
aspects of identity that participants acknowledged were their gender and their statuses
within the workplace. In contrast to extant research, race was not a notable contributing
factor to caregivers’ experiences with workplace policy, which was likely due to the lack
of racial diversity within the participant sample. Caregivers contrasted their gender and
identity as caregivers with the male-dominated leadership at their companies and
remarked on how this contributed to them feeling a lack of support in their “feminine”
duty as caregivers for loved ones.
In this study, more than 70% of participants had at least a college degree. An
individual’s income, job, and job status are highly predicated on their access to and level
of education (Torpey, 2020, 2021). Those with a college degree or more education are the
most likely to have access to benefits in the workplace and have higher pay than those
without this level of education (Pew Research Center, 2016; Torpey, 2020, 2021).
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Strengths of this Research
This research benefited from several strengths that set it apart from related
research. One, it took a broad view of what was considered “caregiver burden.”
Quantitative measures often attempt to capture burden using precisely defined items,
written in ways that may not resonate with caregivers (Bastawrous, 2013). This research
did not presuppose what caregivers would define as burden, but rather let caregivers
describe their experiences and the hardships they faced. This also served as a more
culturally responsive approach to caregiver burden, as individuals from non-western,
Eurocentric cultures may conceptualize and describe burden differently (Calderon &
Tennstedt, 1998).
Relatively few studies have taken a qualitative approach to caregivers’
experiences during the pandemic (Lightfoot et al., 2021). Prior research has cited the
need for more qualitative investigation into the phenomenon of caregiver burden
(Bastawrous, 2013). This research allowed caregivers to qualitatively describe their
burden and the emotions that defined it. This methodology ensured that caregivers’ words
and voices were front in center when describing the dilemmas that pertain to them. The
caregivers in this study shared profound insight and rich descriptions of the caregiving
experience that cannot be captured by quantitative research.
Not only does this study explore caregiver burden with an underused
methodological approach, but this research also looks at caregiver burden qualitatively
within the context of the coronavirus pandemic. Lightfoot and colleagues (2021)
conducted qualitative research on caregivers’ concerns and positive experiences during
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the pandemic in the United States and noted that few studies had studied caregivers
amidst the pandemic qualitatively. This researcher was only able to find two additional
qualitative studies on caregivers’ experiences during the pandemic: Rokstad and
colleagues (2021) investigated the impacts of the pandemic on spousal dementia
caregivers in Norway and Vaitheswaran and their team (2020) qualitatively assessed the
mental health issues and support needs of dementia caregivers in India during the
pandemic. None of these three studies looked specifically at working caregivers nor how
working and caregiving interacted during the pandemic. This research fills a novel gap in
the literature on how dual societal roles played out in the context of the pandemic.
Caregivers lived in fourteen different states (including Washington D.C.) that
represented every region of the United States. Given the subjective nature of the impacts
of the coronavirus pandemic, it is a strength that this research had geographic diversity
among participants and reflected views from caregivers living in urban, suburban, and
rural areas that were differentially impacted by the pandemic. Further, caregivers worked
in a wide array of industries and types of companies, creating a broad representation of
types of workplaces and working arrangements.
Limitations
Despite the many strengths of this research, there are limitations that exist, as in
any study. This research queried caregivers at one specific point during the pandemic;
given how long the pandemic has lasted, the views represented in the findings can only
be extrapolated to that point in time. It is likely that caregivers’ perspectives, struggles,
and coping mechanisms have evolved throughout the pandemic.
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Methodologically, there were a few limitations. Given challenges with
recruitment, only 24% of the sample were women of color. Recruitment of racially
diverse samples of caregivers has been a consistent challenge for researchers, largely
owing to historical legacies of harm that researchers have inflicted upon minoritized
communities and general distrust due to this harm (George et al., 2014); it is a probable
conjecture that these factors impacted recruitment for this study. Additionally, the
language used to advertise the study – namely, the use of the word “caregiver” in flyers,
may not resonate with some people of color and those who come from cultural
backgrounds with a strong sense of familism who see caregiving as a filial responsibility
and not as a separate societal role (Makin, 2019; Pharr et al., 2014), thus deterring these
individuals from participating.
The inability to recruit many caregivers of color is likely due to this researcher’s
identity as a white woman who has primarily white social and professional contacts.
Given the pandemic environment, this researcher was limited in her ability to advertise
the study outside of her existing social and professional circles. When conducting
research with individuals that differ from the researcher’s identity, it is common practice
to engage a gatekeeper to assist in recruiting a diverse sample (Aaron, 2016) and base
recruitment within the communities in which participants are desired (George et al.,
2014). However, the virtual environment of the pandemic limited this researcher’s ability
to create new relationships with individuals who could help with recruitment and to meet
participants in person within their own communities. Further, the pandemic has had
disproportionately negative impacts on Black and Latine/Latinx/Hispanic communities,
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as measured by both health and economic indicators (Asfaw, 2021; Kochhar, 2020;
Shiels et al., 2021; Wrigley-Field et al., 2021). It is likely that participation in research
was not a priority for many caregivers who were facing the consequences of systemic
racism and medical discrimination that exacerbated the harm of the pandemic within
communities of color (CDC, 2021c). However, the lack of racial diversity in the sample
limits the ability to view findings through an intersectional lens, as race is a key factor
identity that contributes to differential outcomes among caregivers (Dilworth-Anderson
et al., 2002; Navaie-Waliser et al., 2001). Future research would benefit from focused
efforts to racially diversify the sample of working caregivers to reflect caregiver
experiences more accurately.
This sample of caregivers was, on average, highly educated, with 72.1% having at
least a four-year college degree and nearly half (44.8%) possessing a postgraduate
degree. By contrast, national data suggests that only 21% of caregivers of older adults
have a college degree and only 15% have a postgraduate degree (National Alliance for
Caregiving & AARP, 2020), indicating that this sample of caregivers was much more
educated than the average caregiver. Given that level of education and income are highly
correlated (Torpey, 2021; Wolla & Sullivan, 2017), this sample was also relatively high
income, with more than half of the sample (51.7%) having incomes over $100,000. For
comparison, the median household income of caregivers based on data gathered in a
national survey was $67,500 (National Alliance for Caregiving & AARP, 2020). Though
some caregivers commented on the influences of their education and income and how
this affected caregiving, future research would benefit by exploring caregiver
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perspectives on burden during the pandemic from a more socioeconomically diverse
group of caregivers that had education levels more in line with national averages.
Directions for Future Research
As researchers, we have been pushed to “make lemonade out of lemons” when the
coronavirus pandemic struck. It was necessary for research to pivot to new virtual
formats and for researchers to rethink their methodologies to protect public health while
preserving research integrity. With this, new opportunities and lines of research inquiry
presented themselves; all research done that integrates the context of the pandemic
environment will be “novel” given that the world has never endured a pandemic such as
this in the modern age. Given this, there are numerous directions for future research that
can extend from this study.
As this study was cross-sectional, there was little ability for caregivers to assess
how caregiving and working changed over the course of the pandemic. Future research
could look at caregiving experiences in a post-pandemic context and explore the
evolution of working and caregiving within this socioenvironmental evolution.
In this research, the gender of caregivers was held constant to allow for feminist
inquiry and theorizing to take place. However, male caregivers do make up a substantial
portion of the population (National Alliance for Caregiving & AARP, 2020) and it is
worthwhile to compare how they have experienced the pandemic in contrast to female
caregivers.
National studies of caregivers generally breakdown differences in caregiving
along the gender binary (e.g., National Alliance for Caregiving & AARP, 2020).
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However, more than two genders exist. Nonbinary and genderqueer individuals have
been advocating for greater representation in all facets of society and this representation
should extend into caregiving research. A cursory search using the keywords “nonbinary
caregiver” and “genderqueer caregiver” revealed no studies on caregivers who are
nonbinary or genderqueer; results only revealed articles on providing care for
transgender, nonbinary, and genderqueer individuals. An AARP report (2021a) on
demographic trends in caregiving among LGBTQ older adults finds that 61% of the 250
transgender and nonbinary individuals surveyed have served as caregivers, with
transgender and nonbinary individuals being more likely than cisgender gay, bisexual,
and lesbian men and women to have taken a leave of absence from work or quit their jobs
altogether to provide care. Few other details or insights into these differences or the
experiences of nonbinary and transgender caregivers appear to exist in the public domain.
Issues relating to nonbinary and genderqueer caregivers likely differ from those who are
cisgender given discrimination and marginalization that nonbinary people face in many
facets of their lives (Bockting et al., 2013; Bradford et al., 2013). Future research would
benefit from looking at the experiences of nonbinary and genderqueer caregivers and
their perceptions of caregiver burden, how these perceptions may have been affected by
the pandemic, and if workplace policy has accommodated their needs.
Facets of the caregiving scenario not explicitly queried in this study are highly
relevant to caregiver burden, such as the care recipient’s level of debility and need (Riffin
et al., 2019), the care recipient’s diagnosis (del-Pino-Casado et al., 2019; Riffin et al.,
2019), the quality of relationship between the caregiver and the care recipient (Gupta,
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2000), the caregiver’s health status (Irani et al., 2021), and how long the caregiver has
been providing care (Park, 2020). For example, those who have been providing care for
longer may have had more time to adjust to caregiving and see caregiving more as a
typical part of their lives. These caregivers may have internalized caregiving and may see
their identities as caregivers as different than those who are newer to caregiving, which,
in turn, impacts how they experience caregiver burden. Though caregivers touched on
some specific dynamics of the caregiver scenario during their interviews for this study,
none were considered in-depth when looking at how caregiver burden and workplace
policy interacted, as they were not germane to the research questions. Future research
could delve more deeply and compare caregiver experiences based on various facets of
the caregiving situation.
This study was purely qualitative in nature. As caregiver burden was subjectively
defined, a standardized quantitative measure of caregiver burden could add to this
research by allowing comparison of caregiver burden across research participants. Future
research could involve the use of a standardized caregiver burden scale, such as the Zarit
Burden Interview or any of its derivations (Bedard et al., 2001; Zarit et al., 1980), to
enhance findings.
Opportunities for Workplace Policy and Systemic Reform
Caregiving emphasizes the interconnected nature that links all of us. Rosalynn
Carter (Family Caregiving Issues, 2011) stated that “there are four kinds of people in the
world; Those who have been caregivers; Those who are currently caregivers; Those who
will be caregivers; And those who will need caregivers.” This statement speaks to the
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prevalence of caregiving within our society. Informal caregivers provide care and
protection for some of the most vulnerable members of our society – those with advanced
age and disabilities that prevent individuals from functioning independently. The work
that caregivers do is often hidden and unrecognized publicly, as it occurs within family
systems and smaller social structures, within the privacy of homes. Informal caregivers
continue to work outside of their caregiving duties, oftentimes even as their caregiving
obligations increase. Existing research shows that almost one quarter oof caregivers of
older adults reported not feeling supported in their caregiving duties by their workplace
during the pandemic (Rosalynn Carter Institute for Caregiving, 2020).
The future of care likely lies in building a community and ethos of care. In fact,
many have written about how it is human nature (regardless of gender) to care. As Mia
Birdsong (2020) writes,
The thing is, we love to help. Our best self gets a positive feeling from supporting
others. It’s a feeling that is not about the gratitude that we receive or the points we
earn, but an alignment with love and care that fills us. When we see someone
experience relief or ease or happiness because we helped them, we are filled. It
also helps remind us that we are not out here alone, we don’t achieve or thrive, or
survive or get by, on our own. (p.16)
Care is an innate human instinct, and this instinct should not be discouraged in the
workplace. One of the ways that humans have gotten so far as a species is that we have
developed sophisticated ways to care for one another when sick or otherwise
incapacitated. Rather than frame caregiving as a time-limited problem, exclusive only to
those with young children or older adult caregiving responsibilities, it should be seen as
something that can happen for anyone at any time; it is a fallacy to believe that there is an
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“end” to caregiving during the life cycle. Families are not something that are unique to a
few of us; nearly everyone would endorse a family of some type, be that chosen or linked
by blood. The family structure developed to perpetuate our society and it is a disservice
to pretend as though it does not exist in the workplace.
In this research, caregivers described themselves as “lucky” if their workplace
understood and supported caregiving. There was a lack of expectation that workplaces
would provide support for caregiving; many did not anticipate getting any help. In short,
they anticipated a lack of “culture of care.” However, rather than empathy and
compassion for caregiving being the exception for companies, it should be the norm. It is
not an anomaly; nearly 29 million workers are also informal caregivers at home (National
Alliance for Caregiving & AARP, 2020). Caregivers should not feel “lucky” that
employers understand their caregiving responsibilities; the whole notion of what defines
an “ideal worker” needs to change and transform from what was initially suggested by
Acker in the theory of gendered organizations. As Ai-Jen Poo (2020), founder and
director of Caring Across Generations, an advocacy organization for caregivers, says,
“people want to work, people want to take care of their families; both those things are
good things. Why wouldn’t we set up public structures and systems that support that?”
The coronavirus pandemic has presented new opportunities for innovation in the
workplace that will better support working caregivers. The pandemic has laid bare the
fact that employees are not solely workers – they are individuals with whole lives and
important responsibilities outside of work. As Erica Pimentel (2020) wrote, the pandemic
has made “the personal visible.” It would be nearsighted to believe that pandemic
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changes should not remain as permanent accommodations that make work-life balance
for working female caregivers easier.
The first place to start to provide more supportive workplace policy for working
caregivers would be through a needs assessment that first identifies caregivers in the
workplace and then asks what would be most helpful to them. Caregivers in this study
mentioned that they were not open about their caregiver status at work out of fear of
negative repercussions or that employers would not be supportive of them. Though these
caregivers had some accommodative workplace policies, none were tailored specifically
to their needs as caregivers and were not as helpful as they could have been. Fuller and
Raman (2019) found that there were low usage rates for workplace policies that
employers anticipated would be most helpful, meaning that employers were wasting
money on benefits that employees did not want or use. Further, employers often fail to
provide policies that employees needed to help them with caregiving duties (Fuller &
Raman, 2019), which suggests that employers were not in tune with their employees nor
responsive to their needs. Working caregivers are not a monolith and individual
caregivers may differ in their needs, so it is critical that the workplace is receptive to
what their specific caregiving employees want.
Workplace adaptability speaks to the flexibility and options that caregivers in this
research identified as wanting from their employers. Though most caregivers in this study
reported that they liked working from home, there was diversity of opinions and
perspectives on this given the intersectional nature of each caregiver’s unique caregiving
situation. By offering options to employees, companies could be most responsive to a
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broad swath of working caregivers. Since May 2020, multiple well-known and large
corporate employers have transitioned to permanent optional work-from-home policies in
response to their employees’ preferences (Buildremote, 2021).
With leave policies, it is critical that employers make clear what types of leave
they offer and what each type can be used for. Rather than lumping all paid leave (e.g.,
vacation time, sick leave, paid family leave, etc.) together under one broad policy,
companies should delineate out different types of leave that are available. This would
allow caregivers to maintain time that they want or need off for themselves, even if they
also need to take leave to provide care, thus reducing the chance of excessive caregiver
burden and burnout.
Recent legislation has taken on the matter of paid family leave and expanding
eligibility for federally mandated leave beyond what is offered by FMLA. In the recent
budget reconciliation bill, progressive Democrats proposed 12 weeks of paid leave that
comprehensively covered nearly every worker, including those who were gig workers
and self-employed, however the provision was reduced to four weeks in the process of
negotiations aimed at getting the bill to pass (Miller, 2021). Though a federal paid leave
policy would be ideal and ensure that every worker in the United States were covered,
individual workplaces could take up the helm if this policy fails to pass. Currently, only
23% of civilian and private industry workers and 26% of state and local government
employees have access to paid leave (United States Bureau of Labor Statistics, 2021).
Expansion of paid family leave to more workplaces, as well as every worker in their
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respective workplaces, could help working caregivers remain employed, particularly
those who are low income (Byker & Patel, 2021; Wolff et al., 2019).
When assessing resources offered through EAPs, companies need to be cognizant
of caregiving responsibilities for older adults and not solely focused on the needs of
employees with childcare responsibilities. In this research, caregivers discussed the high
cost of professional care and cited this as a reason that they had to take on more
caregiving responsibilities themselves. Similarly, Fuller and Raman’s (2019) research
found that caregivers often left the workplace because professional care was too
expensive. Another common reason was due to the difficulty and barriers involved in
finding good professional care (Fuller and Raman, 2019). EAPs could assist caregivers
by providing comprehensive case management services that include referrals to adult
daycare and home healthcare programs, as well as subsidize the cost of these services in
the same way that they subsidize insurance by cost-sharing with employees.
Lastly, policies need to be universal across the workplace, regardless of an
individual’s job title or rank within the workplace. A modern-day caste system is
instituted by differentiating access to benefits based on workers’ statuses in the
workplace. Individuals’ unique identities, opportunities, and privileges often play out in
the workplace and are further perpetuated by ongoing inequalities between different job
ranks and titles. Universal access to benefits in the workplace would be a significant step
towards reducing inequities among different stratifications of workers within the
workplace (Joshi et al., 2020). The nature of some jobs may not allow for the same
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policies to pertain to every job type; in these instances, approaches that can make the
different job functions and roles as equitable as possible should be pursued.
The implications for both policy and systemic change generated by this research
are not solely intended to serve female caregivers of older adults. It is predicted that
solutions and policy fixes that support and sustain caregivers will not only benefit
caregivers of older adults, but all of those who provide care for anyone of any age. This
dissertation is intended to illuminate and highlight caregivers as a population that is
infrequently mentioned in the public sphere, but its implications can contribute to
positive change for many others balancing work and care of all types.
Summary
This chapter discussed the relevance of the findings from this study and how they
can be applied to creating systemic change. Strengths, limitations, and directions for
future research were also acknowledged as important facets of the study, with
implications for how this research can be improved in the future.
Conclusion
This research study explored the experiences of working female caregivers during
the coronavirus pandemic. Caregivers shared insights on the impacts of the pandemic on
their working and caring roles, as well how workplace policy interacted with these roles
and caregiver burden. Experiences of emotional burden were particularly acute, with
caregivers’ expressing feelings of obligation, worry and concern, isolation, and being
devalued. Workplace policies that provided flexibility and generous and compensated
leave were appreciated as supports that mitigated burden, with the acknowledgment that a
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workplace climate that fostered socioemotional support from company leadership and an
overall supportive workplace culture were critical factors that made working and caring
during the pandemic manageable. Without these characteristics, caregivers were inclined
to feel overwhelmed and overlooked as employees with caregiving responsibilities. Other
workplace policies that companies offered that may have seemed supportive, such as the
ability to work parttime and offering EAP resources, were more symbolic than effectual
when they were not specifically geared towards the needs of caregivers of older adults. In
the future, it is critical that policies are created with equitable considerations for
caregivers to be most impactful and to nurture a culture of care in the workplace.
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Appendices
Appendix Ai
Researchers at the University of Denver are recruiting
participants for a study on the experiences of working
women who provide informal care to adults age 50 and
older during the coronavirus pandemic.
If you are a woman who works at least 20 hours/week and cares
for an adult age 50 or older outside of work,you may be eligible to
participate in this research.

Eligible participants will take part in a 60-90 minute interview via
video conferencing software (e.g. Zoom) or telephone, scheduled at a
mutually agreeable time and date. Participants will be compensated
with a gift card for their time.
If you are interested in participating in
thisstudy, please contact Jessica at
Jessica.king@du.edu or (970) 658-0267
Faculty Sponsor: Dr. Leslie Hasche, MSW, PhD
Leslie.Hasche@du.edu; 303-871-4816

204

Appendix B

University of Denver
Consent Form for Participation in Research
Please take all the time you need to read through this
document and decide whether you would like to
participate in this research study.
Title of Research Study: The Role of Workplace Policy and
Racial Disparities Among Employed Female Caregivers
During the Coronavirus pandemic
IRB Net #: 1702465-1
Principal Investigator: Jessica King McLaughlin, MSW, LCSW
Faculty Sponsor: Dr. Leslie Hasche, MSW, PhD
Study Site: Over the phone or via Zoom teleconferencing technology
software
Voluntary Participation
You are being asked to participate in a research study. Participating in
this research study is completely voluntary and you are not required
to participate. This document contains important information about
the study and what to expect if you decide to participate. Please
consider the following information carefully. Feel free to ask
questions before making your decision whether or not to participate.
Purpose
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You are being asked to participate in a research study on the
experiences of working female caregivers during the coronavirus
pandemic. The purpose of this study is to understand how caregivers
have been affected by the pandemic and how they manage their work
in light of the many changes brought about by the coronavirus.
Further, we want to understand how workplace policy may play a role
in how caregivers are managing both their work and care duties.
Procedures
If you participate in this study, you will 1) provide a preferred method
of contact, 2) complete the demographic questionnaire, 3) participate
in an interview lasting up to 90 minutes with Ms. McLaughlin, and 4)
be contacted for “member checking” via email, which involves looking
over some preliminary findings and themes gathered from the
interview data and check to ensure that those findings reflect your
experiences after your interview. We ask for your contact information
(phone number and/or email) so we can get in touch with you to
schedule an interview time and to correspond with you about gift card
compensation for your participation.
Risks or Discomforts
Participants may experience some emotional distress discussing their
caregiving and working experiences. We do not anticipate this
emotional distress to be greater than distress generated by daily
conversation on related topics, nor do we anticipate additional risks.
Interviews will be held on Zoom teleconferencing software and will be
video and audio recorded. Interviews that take place over the phone
will be audio recorded. All video and audio recordings will be
converted to written transcripts for purposes of analysis. All
transcripts will be stored on password-protected cloud data storage
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software, Microsoft OneDrive. Digital files of the video and audio
recordings and the transcripts will be deleted and destroyed after
transcription.
Benefits
This research is intended to learn how workplace policies may be
helpful for working caregivers and what kind of support they may
need in managing their responsibilities. No direct benefits would
come from this study. Your decision whether or not to participate in
this study will not affect your employment or any other parts of your
life.
Incentives to Participate
Participants will be compensated with a $20 gift card for their time
when the interview ends. The gift card will be sent either via email to
the participant or mail if the participant prefers.
Confidentiality
We will make every effort to keep your information secure to the
greatest extent possible. We request your contact information (email
address and/or phone number) to get in touch with you; your contact
information will not be used for any other purpose nor provided to
anyone besides the researchers involved in this study. Each
participant will receive an alpha numeric code, which will serve as
your identification throughout the course of the study. Your identity
and individual responses will remain private when and if this study’s
information and results are presented or published to the broader
public audience. All data will remain in password-protected
computers to which only those on the research team will have access.
The link between your identifiers and the research data will be
destroyed after the records retention period required by state and/or
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federal law. Any researchers that assist with data analysis will be
either student researchers at the University of Denver and/or
employees of the University of Denver.
Limits to Confidentiality
Should any information contained in this study be the subject of a
court order or lawful subpoena, the University of Denver might not be
able to avoid compliance with the order or subpoena. The research
information may be shared with federal agencies or local committees
who are responsible for protecting research participants.
Additionally, if we learn that you intend to harm yourself or others,
including, but not limited to child or elder abuse/neglect, suicide
ideation, or threats against others, we must report that to the
authorities as required by law.
Data Sharing
De-identified data from this study may be shared with the research
community at large to advance science and health. We will remove or
code any personal information (e.g.,, your name) that could identify
you before files are shared with other researchers to ensure that, by
scientific standards and known methods, no one will be able to identify
you from the information or samples we share. Despite these
measures, we cannot guarantee complete anonymity of your personal
data.
Use of Your Information for Future Research
Your information collected for this project will NOT be used or share
for future research, even if we remove identifiable information.
Consent to Video/Audio Recording
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This study involves audio and/or video recording. If you do not agree
to be recorded, you CANNOT take part in the study.
Questions
If you have any questions or concerns about this project, please feel
free to ask questions by contacting the Principal Investigator, Jessica
King McLaughlin, at Jessica.king@du.edu /(970) 658- 0267 or
Faculty Sponsor, Dr. Leslie Hasche at Leslie.hasche@du.edu/(303)
871-4816.
If you are not satisfied with how this study is being conducted, or if
you have any questions or concerns about your research participation
or rights as a participant, you may contact the DU Human Research
Protections Program by emailing IRBAdmin@du.edu or calling (303)
871-2121 to speak to someone other than the researchers.
Please take all the time you need to read through this
document and decide whether you would like to participate
in this research study.
If you decide to participate, your completion of the research
procedures indicates your consent. Please keep this form for your
records.
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Appendix C
Interview Guide
Initial Prompt: Tell me about how you came to be a caregiver for xyz. How did you
become their caregiver? How has that been different during the pandemic?
1. How has the coronavirus impacted you?
Probes:
a. Have you been able to work from home during the pandemic?
b. Do you work the same schedule as you worked prior to the pandemic? If
not, why?
2. What workplace policies/accommodations/support mechanisms* does your
employer provide to support you?
Probes:
a. How did you become aware of these policies?
b. How easy is it to access these policies and use them?
c. What is the general workplace culture and environment around individuals
who use these workplace policies?
d. How have these policies helped you?
*[Researcher may have to prompt with examples of workplace policies,
such as unpaid leave, paid leave, paid sick time, flexible workplace
schedule, flextime during the week, caregiver resources/case management,
job sharing, ability to drop down to part-time status without losing benefits,
personal time, etc.)
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[If the participant says there are no supportive policies] What kind of
policies/accommodations/support mechanisms would you like your employer to
provide to support you? What would be helpful for you?
3. What impact has the coronavirus pandemic had on how you provide care/your
caregiving responsibilities/ how you manage your caregiving duties?
Probes:
a. Have your caregiving responsibilities remained the same? Increased?
Decreased
i. [If changed] How have they changed?
ii. [If changed] Why did your responsibilities change?
4.

[If the participant lost their job or is otherwise not employed at the time of
interview due to the coronavirus] Is it easier or harder to provide care now? Why
is it easier or harder?
a. What could your employer have done to keep you employed and able to
manage your caregiving duties during the pandemic?

5. Has it gotten easier or more difficult to manage caregiving and work duties over
the course of the pandemic? Why did it get easier/more difficult?
6. Reflecting on all that you have shared about work and caregiving, how may have
your identities, such as your gender or race, impacted your experiences providing
care and working during the pandemic?
7. Does anyone help you in your caregiving duties, either professionally or
informally?
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a. If so, how do they help?
8. Is there anything else that you feel like I missed or is important for me to know?
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Appendix D
Structural Codes
Structural Code
Caregiving Changes

Caregiver Story
Employment
Identity of Caregiver

Support for Caregiving

Interview Question(s)
“How has caregiving been different during the
pandemic?”
“Is it easier or harder to provide care now?
Why?”
“Tell me about how you came to be a caregiver
for xyz.”
“How has your employer or place of employment
supported you during this time?”
“Reflecting on all that you have shared about
work and caregiving, how may have your
identities (such as your gender, race, ethnicity,
age, religion) impacted your experiences
providing care and working during the
pandemic? Does anyone help you in your
caregiving duties, either professionally or
informally?”
“Does anyone help you in your caregiving duties,
either professionally or informally?”
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Appendix E
Emotion Codes
Emotion
Worry/Concern- This referred to caregivers’
concerns of either contracting coronavirus
themselves or their care recipient contracting
the disease. Caregivers described the caution
and vigilance that they had to maintain to
keep themselves and their care recipients safe.

Anxiety about the Future- Caregivers were
both anxious about when the pandemic would
end and what caregiving would be like after
the pandemic was over, and caregivers
resumed “normal” activities outside of the
home.
Guilt- This describes the feeling that
caregivers had when they could not provide
more stimulation or attention to their care
recipient because they have to work or are
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Quote
“…when COVID came along,
my brother and I were feeling
very worried about having
different people come into her
household with the virus and
didn’t want mom to have any
exposure or as little exposure as
possible.”
“If we get a package from
Amazon, [my father] was racing
to the door. And I would have to
jump up and throw out my
headphones. "No, don't answer
the door! Let them leave the
package!" I told him so many
times, but he would still do it. So
I'm like in this heightened state
of alert.”
“I don't know when this is going
to end…Is it going to get worse?
Is it gonna get better? Is it going
to get worse and better? Is this
going to be six months? Six
years? Two weeks? I think that
part's emotionally hard because I
don't know what this looks like.”
“Sometimes I feel really sad
because I do have such a
demanding job that I feel like I
don't always give him the
attention that he deserves.”

limited in seeing them due to public health
concerns.

Isolation- This refers to the sense of loss of
social contact and opportunities for leisure
with others outside of the house. Caregivers
also shared that care recipients were
struggling with as well.
Feeling Devalued and Overlooked- This
refers to the feeling that caregivers were not
appreciated by other family members for the
caregiving work that they did, as well as
being overlooked more broadly as essential
elements of the healthcare system and not
prioritized for vaccines.

Overwhelmed- This refers to the feelings that
caregivers described of being the only one to
provide care and realizing that they were on
their own in caregiving.
Exhaustion – This refers to both the physical
and mental exhaustion that caregivers
experienced from caregiving during the
pandemic, wherein caregivers frequently had
few breaks from caregiving.
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“So many people I know whose
parents are in country A and
they’re in country B…We all
have this common feeling of
anxiety and guilt, that we are not
where we are needed.”
“What’s made it tough for me is
that it’s been very isolating.
Very isolating…I get up, I go to
work. Stop work. I take care of
my mother.”
“Neither one of my siblings has
picked up the phone and said,
‘Hey, how are you doing? How
are you managing? Does Dad
need anything? Do you need
anything?’ That has not
happened. And that's been very
hard.”
“It would have been nice if
someone asked how I was
doing.”
“I didn't technically qualify as
[my mother’s] caregiver, [home
health aide’s name] can get
it…because she's a home health
aide. But they're not considering
caregivers like me as caregivers,
which kind of stinks.”
“Quite often, I feel like the
weight of the whole household is
on me.”
“I'm just so tired…I feel that I'm
so drained; I have no emotional
strength anymore…I sometimes
just want to sleep.”

Appendix F
Workplace Policies
Workplace
Policy
PandemicSpecific
Federal Policy
(FFCRA)
Work Travel
Work from
Home
Schedule
Flexibility
Employee
Assistance
Programs
(EAPs)
Caregiving
Resources
Available
through EAP
Paid Time Off
Sick Leave
Paid Family
Leave
CompanyProvided
StateMandated
Part-Time Status

Definition
Workplace-specific policies instituted at individual companies
in response to the coronavirus pandemic
Policies passed at the federal level aimed at providing relief
for employees and their family members
Travel employees take for work purposes
The optional or mandatory policy that employees work
outside of the office. Also referred to as “working remotely.”
The ability to start or stop work at times that are the
employee’s choice
Resources (e.g., referrals, case management, counseling, legal
advice, etc) funded by the employer that are aimed at
promoting employee wellbeing
Resources funded by the employer that are specifically aimed
at caregiver assistance
Job-protected, paid time off for an employee to use at their
discretion. Also often referred to as “vacation time.”
Job-protected, paid time off that an employee can use when
they are sick and unable to work
Job-protected paid time off that an employee can use to
provide care for a family member. Can either be provided by
an individual company or a state-mandated policy.

The ability of an employee to work less than fulltime hours in
their current job role
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